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INTRODUCTION

Life expectancy has increased dramatically in recent decades, producing an equally impressive
expansion in the size of the elderly population. However, little attention has been given to cancer
in the aged. Even less is known about the psychosocial problems experienced by older breast
cancer patients and their families as very little empirical research has focused on understanding
the dynamics of older women's support networks. In particular, adult daughters, who are likely
to be a primary source of support and assistance to older women, have not been a focus of
research investigations or supportive services although they are likely to be experiencing a high
demand for emotional support themselves. The overall purpose in conducting this exploratory
investigation is to obtain information that will: identify adult daughter caregivers in need of
psychosocial support interventions to enable them to meet their mothers' needs for illness-related
emotional support and assistance; reduce daughters’ emotional stresses associated with this
support role, and, enable the daughters to continue their caregiving role. To accomplish these
objectives we will be collecting data from a sample of 80 older women (aged 60+) receiving
treatment for breast cancer and their adult caregiving daughters. The patients and their daughters
each complete a questionnaire. The daughters will also participate in a focused interview. The
activities for Year 1 have adhered to the research accomplishments scheduled for Year 1 in the
Statement of Work. Specifically, Year 1 activities have focused on project start-up tasks, the
initiation of the data collection effort and the establishment and implementation of data
management procedures. To date, fifteen patient-daughter dyads have been accrued into the
study. The activities initiated during Year 1 will be ongoing throughout Years 2 and 3.

BODY

The activities conducted during Year 1 have adhered to the approved Statement Of Work.
Overall, the research accomplishments that were scheduled to be completed in Year 1 (i.e., Tasks
1-4) have been completed. Other tasks (i.e., Tasks 5-7) that were scheduled to be initiated in
Year 1, but continued into Years 2-3, have been initiated. The specific details are provided
below, organized by task.

Task 1: Obtain access and prepare case accrual, Months 1-3

a. Institutional Review Board approval obtained from hospital site

b. Medical record abstract forms prepared

C. Field materials (screening forms, accrual letters, etc.) for accrual and data
collection of patient/daughter cases developed

d Spanish version of field materials translated and back-translated

A major task during Year 1 was the performance of a wide variety of start-up activities necessary
to obtain access to the patient population and initiate outreach and accrual of the patient-daughter
accrual. The key activities outlined under Task 1 were successfully conducted during Year 1.



The study has been reviewed by the Herbert Irving Comprehensive Cancer Center protocol office
and approved. The Columbia University Institutional Review Board has also reviewed and
approved the study protocol. Copies of the approval letters and annual renewal of study protocol
approval are included in Appendix A. A variety of field materials necessary for sample
identification, outreach and accrual have been prepared. These include the medical record
abstract form (Appendix B), patient-daughter screening eligibility form (Appendix D), patient
and daughter recruitment letters (Appendix C), daughter consent form (Appendix E), physician
permission form and telephone contact sheet (Appendix D). Spanish versions of the relevant
patient and daughter field materials have been developed and are included in appendices
referenced above.

Task 2: Prepare patient and daughter questionnaire collection, Months 1- 4

a. Patient and caregiving daughter questionnaires prepared

b. Spanish version of patient and caregiving daughter questionnaires translated and
back-translated

c. English and Spanish versions of patient and daughter questionnaires pre-tested
and finalized

d. Research clinician interviewers trained in field procedures and administration of
questionnaires

The questionnaires that the daughter and her mother will complete were finalized in Year 1.
These questionnaires are described below.

(a) Daughter questionnaire. Standard sociodemographics and lifestyle data are being obtained.
Daughters report on the quality of the mother/daughter relationship and its change since the
patient’s cancer diagnosis, using an abbreviated version of the Network of Relationships
Inventory [1]. They complete a four-item perceived predictability of illness measure (4 items
from the Mishel Uncertainty in Illness Scale [2]), a six-item measure of perceived personal
control over the illness [3], the Center for Epidemiological Studies of Depression scale (CES-D),
a widely used, validated and reliable 20-item measure of depressive symptomatology [4] and the
20-item State Anxiety Scale (STAI-S), a widely used, validated and reliable measure of anxiety
[5]. Daughters report on caregiving consequences in five burden domains -- physical, time,
employment, financial, and social [6]. They complete measures of caregiving responsibilities [7]
and caregiving commitment [8]. Daughters also complete the Impact of Event Scale (IES) [9].
They provide information on family history of breast cancer, age at menarche, childbearing
history, history of breast biopsies and age at biopsies. Their perceived risk of developing breast
cancer will be assessed using 4 items taken from previous studies of women at increased risk for
the disease [10,11]. Daughters are asked about their practice of breast self-examination and their
use of mammogram and clinical breast exams. A copy of the daughter questionnaire
(English/Spanish) is contained in Appendix G.

(b) Patient questionnaire. Patients are also being asked standard sociodemographic and




lifestyle data. They report on the quality of the mother/daughter relationship and its change since
their cancer diagnosis, using an abbreviated version of the Network of Relationships Inventory
[1]. Patients complete the four-item perceived predictability of illness measure (from the Mishel
Uncertainty in Illness Scale [2]), the six-item measure of perceived personal control over the
illness [3], the Center for Epidemiological Studies of Depression scale (CES-D) [4] and the 20-
item State Anxiety Scale (STAI-S) [5]. Patients report their need for support/assistance with
activities of daily living (ADLSs) and other illness-related tasks, as well as the formal and
informal provider(s) of assistance [12]. A copy of the patient questionnaire (English/Spanish) is
contained in Appendix F.

Also during Year 1, the Spanish version of the patient and caregiving daughter questionnaires
were prepared. Both the English and Spanish versions of the patient and daughter questionnaires
were finalized after careful review and pre-testing. Prior to the initiation of the data collection,
the research clinician interviewers were trained in the field procedures and the appropriate
administration of the daughter and patient questionnaires.

Task 3. Prepare focused interview data collection, Months 2-4

a. Topic guide finalized for focused interviews

b. Research clinician interviewers trained in focused interview techniques
c. Interviewers conduct initial focused interviews for review and critique

During Year 1, the topic guide for the focused interview with the caregiving daughter was
finalized. A copy is contained in Appendix H. Topics the daughter is being queried about
include: circumstances leading to her assumption of caregiving, her reactions to her mother's
illness and treatment, her level of caregiving involvement, changes in her relationship with her
mother since the illness/involvement in caregiving, her assessment of her mother's support needs
and her evaluation of her caregiving and support provision. The daughter is also being asked to
talk about her perceived vulnerability to cancer and the personal risk factors she believes she has.
Availability and adequacy of her own support, as it relates to her caregiving and personal cancer
concerns is also being explored.

Prior to conducting the focused interviews, the research clinician interviewers were trained in
focused interview techniques. The initial focused interviews they conducted were reviewed and
critiqued to ensure that the interviewer adhered to the study protocol. Throughout the data
collection period, the interviewers will be monitored on an ongoing basis to maintain quality and
consistency in the conduct of the focused interview. Additional training will be provided as
needed.

Task 4: Design data management procedures, Months 3-8
a. Procedures manual prepared
b. Research assistant trained in editing, coding, data entry techniques




d Coding manual developed
f Data entry computer programs established

During Year 1, another important body of activities that were performed as part of the project
start-up tasks were activities initiated to ensure appropriate data management. These tasks
include the establishment of the project data management procedures, including documents
outlining the editing and coding guidelines. A variety of data management computer programs
were created during Year 1 as well. These include an ACCESS database reflecting physician
permission status, an ACCESS database for sample recruitment screener forms, an ACCESS
database for patient medical data, a patient questionnaire SPSS data entry program, and a
daughter questionnaire SPSS data entry program. The research assistant on the project was then
trained in the editing, coding, data entry protocol for the study.

Task 5. Subject recruitment and data collection, Months 4-30

a. Potentially eligible cases identified from ongoing review of clinic and hospital
records

b. Potentially eligible patient-daughter dyads contacted, screened and accrued

c. Begin collecting questionnaire data from patient-daughter dyads

d Begin conducting focused interviews with caregiving daughters

Throughout Years 1-3, a sample consisting of 80 older women (aged 60+) receiving treatment
for breast cancer and their adult caregiving daughters will be accrued. Potentially eligible patients
are being identified from an ongoing review of the breast cancer patient population at the Herbert
Irving Comprehensive Cancer Center, whose catchment area includes diverse socioeconomic and
racial/ethnic neighborhoods. Permission to approach potentially eligible patients (i.e., diagnosed
with breast cancer, in active treatment, aged 60+) is obtained from the patient’s physician. Once
permission is received these patients are sent a letter informing them about the study. A return
post card with a check-off for persons who do not wish to be contacted is included with the letter.
A clinician researcher then contacts them by telephone to discuss the study further, determine
their eligibility and, if they are interested in participating, determine whether the patient has a
caregiving daughter who is 21+, a biological daughter, not have a history of cancer and be
involved in providing practical assistance and support to the patient. The clinician researcher
then obtains permission from any patient, who is eligible and interested in the study, to contact
the daughter for study participation. The daughter is then be sent a letter, followed by a phone
conversation with the clinician researcher about the study. Only those patient-daughter dyads in
which both members are willing to participate are accrued.

In Table 1 the distribution by eligibility and participation status of the pool of potentially-eligible
patient cases identified in Year 1 are shown. As can be seen the eligibility status of 39% of the
patient pool could not be determined, primarily due to patient refusal to be contacted (n=26) or to
be screened (n=13). For an additional 13 cases, the patient was unable to be reached, and in one
instance the patient died prior to being contacted.



Table 1: Elderly Breast Cancer Patients Contacted in Year 1 by
Eligibility and Participation Status (N=136)

% (m)
Eligible patient-daughter dyads (n=26):
Patient & daughter accrued 11 15
Patient agreed, daughter refused 7 10
Patient agreed, daughter died prior to accrual 1 1
Ineligible patient-daughter dyads (n=57):
Patient resides outside U.S., in U.S. to receive
treatment 1 1
Patient does not have a daughter 29 39
| Patient has a daughter, but daughter does not
1 provide caregiving to patient 13 17
Unknown eligibility (n=53):
| Patient refused contact, returned postcard checking
‘ off option stating “DO NOT CONTACT” 19 26
Patient refused to complete screener form 10 13
Telephone disconnected, incorrect number, no
answer following repeated attempts 10 13
Patient died prior to screening 1 1




In Year 1, from the pool of patients interested in the study (61%), about two-thirds of these
patients were determined to be ineligible for the study. The major reason that a patient was
ineligible was that she did not have a daughter (n=39). The second ineligibility reason was that
the patient’s daughter was not a caregiver to the mother (n=17). There was also one case in
which the patient did not reside in the U.S. permanently and was only in residence while
receiving treatment for her breast cancer. Generally, once an eligible patient was identified, the
daughter was also found to be interested in participating in the study. About three-fifths of the
eligible patient-daughter dyads agreed to participate in the study (n=15).

The project start-up activities specified in Tasks 1-4 took longer to complete than initially
projected and the initiation of accrual and data collection was started slightly later in the year
than anticipated. Although it was originally projected that 20 patient-daughter dyads would have
been accrued by the end of Year 1, we were able to accrue 15 dyads. Consequently, by the end
of Year 1, 15 patient questionnaires were completed, 14 daughter questionnaires were completed
and 14 focused interviews were conducted.

In Table 2 is shown the distribution of the patient sample (n=15) that have been accrued into the
study during Year 1. In keeping with the racial and ethnic mix of the hospital catchment area,
60% of the patients are white, 33% are Hispanic and 7% are black. The majority of the patients
are currently married, 40%. Another third are widowed, and 20% are divorced or separated.
Most of the patients are elderly. One-third are 60-69 years old, 47% are 70-79 and 20% are 80 or
older. Two-thirds of the patients have been diagnosed with local breast cancer. While all of the
patients have received surgery for their cancer, one third of the patients have also had radiation
and one-fifth have had chemotherapy.

Task 6: Data processing of qualitative (questionnaire) data, Months 6-30

a. Patient and daughter questionnaires edited, coded and data entered into
computer databases

b. Data cleaning of questionnaire data implemented

Once a questionnaire has been completed, the questionnaire is edited and coded, then the
responses are entered in a computer database. As part of the data entry program a variety of data
cleaning and data checking procedures have been written into the program. This ensures that
out-of-range punches, miscodes and “Does not apply” sections are identified and errors are
corrected.

Task 7. Coding and textual analysis of qualitative (focused interview) data,
Months 10-33

a. Transcripts of audiotaped focused interviews entered into computer text files

The focused interviews that are being conducted with the daughter are audiotaped, with the



Table 2: Sociodemographics of Elderly Breast
Cancer Patient Sample in Year 1 (N=15)

White
Hispanic
Black

Marital Status:
Married
Widowed
Divorced
Separated
Never married

60-69
70-79
80-89

Extent of Cancer:
Local
Regional/Metastatic

Type of Cancer Treatment:
Surgery
Surgery & Radiation
Surgery & Chemotherapy

Race/Ethnicity:

Y%

60
33

40
33
13

33
47
20

67
33

47
33
20

(n)

_— e N W O\

~

(9]

10



daughter’s permission. These audiotapes are then transcribed and entered into computer text
files for later analysis and textual coding. Once twenty cases have been transcribed, the
development of a provisional textual coding scheme will begin.

KEY RESEARCH ACCOMPLISHMENTS

Obtained IRB approval for study protocol [Appendix A}
Finalized sample (patient & daughter) recruitment letters [Appendix C]
Translated recruitment letters in Spanish [Appendix C]
Finalized daughter consent forms [Appendix E]
Translated daughter consent forms into Spanish [Appendix E]
Finalized data collection forms:

Patient and daughter screener form [Appendix D]

Patient questionnaire [Appendix F]

Daughter questionnaire [Appendix G]

Daughter focused interview guide [Appendix H]
Finalized Spanish translation of data collection forms:

Spanish translation of Patient questionnaire

Spanish translation of Daughter questionnaire
Finalized physician recruitment letter
Elicited physician cooperation for patient recruitment
Created ACCESS database reflecting physician permission status
Created ACCESS database for sample recruitment screener forms
Created ACCESS database for medical record forms
Initiated patient-daughter dyad accrual
Trained clinician interviewer in data collection techniques
Initiated data collection with patients and daughters
Conducted 15 patient telephone interviews (structured questionnaire)
Conducted 14 daughter face-to-face interviews (structured questionnaire and
focused interview)
Created patient questionnaire SPSS data entry program
Created daughter questionnaire SPSS data entry program
Established editing and coding procedures for patient and daughter questionnaires
Edited, coded and data entered patient and daughter questionnaires
Created SPSS systemfile for patient questionnaires
Created SPSS systemfile for daughter questionnaires
Transcribed daughter focused interviews
Created archive database of daughter focused interview transcripts

11




REPORTABLE OUTCOMES

Year 1 reportable outcomes are the establishment of the databases that will continue to expand as
more patient-daughter dyads are accrued and interviewed throughout Years 2-3. The specific
databases are listed below:

. SPSS systemfile of patient questionnaire data (n=15)
. SPSS systemfile of daughter questionnaire data (n=14)
. Archive database of word processed transcripts of daughter focused interviews
(n=14)
CONCLUSIONS

The Year 1 field experiences reaffirm the feasibility of the study procedures (i.e., case
identification, sample accrual and data collection) that were proposed in the grant application.
Although there was a slight delay in initiating the sample recruitment, due to a longer start-up
period, the data collection effort is underway. It is expected that project activities will continue
to proceed as outlined in the Statement Of Work for Years 2 and 3..
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APPENDIX A ~ Columbia University Study Protocol Approval
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HEerRBERT [RVING COMPREHENSIVE CANCER CENTER

Columbia University
Clinical Protocol Office

March 21, 2000

Victoria Raveis, M.D.
100 Haven Ave
Suite 6A

Re:  IRB# pending (CPMC): Aging Families and Breast Cancer.

Dear Dr. Raveis:

Thank you for your letter dated February 23, 2000 regarding the above noted protocol.
The issues raised by the Cancer Center Protocol Review Committee have been addressed.
Therefore, the study has now been approved.

As you know, final IRB approval will be required before you can enroll patients or
collect data

Sincerely,

ot o

Eliz Kaufman, M.P.H.
Director

EK/lb
cc: L Dean
IRB

MHB 6-435, 177 Fort Washington Avenue, New York, NY 10032
Phone (212) 305-8615 @ Fax (212) 305-3035
An NCI Designated Comprehensive Cancer Center



COLUMBIA UNIVERSITY

COLLEGE OF PHYSICIANS & SURGEONS

COLUMBIA-PRESBYTERIAN MEDICAL CENTER INSTITUTIONAL REVIEW BOARD
CPMC IRB

DATE: June 5, 2001

TO: Victoria Raveis, PhD
School of Public Health
100 Haven Ave Ste 6A (Tower 2)

FROM: Office of the Institutional Review Board

RE: CPMC IRB #9585 “AGING FAMILIES AND BREAST CANCER:
MULTIGENERATIONAL ISSUES”

Dear Dr. Raveis:

The Institutional Review Board at the May 23, 2001 convened meeting reviewed
and approved your request for the Annual Grant Review of the above referenced
research project. The Board approved the continuation of the research project
for the period of May 2, 2001 to March 28, 2002.

A request for continuation or completion of the study protocol is due at least 30
days before the project expiration date of March 28, 2002, unless otherwise
requested by the Board. Please remember that any proposed changes to
research activity and/or adverse events associated with this research project are
require to be reported promptly to the Institutional Review Board.

Slnce/;e '
e ”
/

Paul Papagni, JD
Executive Director, CPMC IRB

PP/gad

Project Expiration Date: March 28, 2002

630 West [68th Street P&S 3-460 New York, NY 10032 212-3053-3883  Fax 212-305-1316
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1. Patient’s Age:
2. Patient’s Sex: 1-Male

3. Patient’s Race/Ethnicity:

4. Patient’s Marital Status

PATIENT DEMOGRAPHICS

2-Female

1-White

2-Black

3-Asian/Pacific Islander
4-American Indian/Alaskan Native
5-Hispanic

6-Other

7-Not Available

1-Married

2-Living with a Partner
3-Divorced
4-Seperated
5-Widowed

6-Never Married

Contact # «Contact»

PATIENT’S MEDICAL INFORMATION

5. Cancer Site:

6. Treatment Undergone:

Rev. 11/14/00
TELCONTACTSHEET.DOC
AGING FAMILIES & BR CA

1-Surgery
2-Radiation
3-Chemotherapy
4-Surgery & radiation

5-Surgery & Chemotherapy

6-Radiation & Chemotherapy

7-Surgery, Radiation & Chemotherapy

8-Other

9-Has Not Undergone any Type of Treatment




APPENDIX C

Patient and Daughter Recruitment Letters
(English/Spanish)



Institutional Review Board (CPMCIRB)
IRB# 9 Approval Date  5/2/01

Columbia Presbyterian Medical Center

Initials xpiration Date  3/28/02

Date

Patient's Name
Street Address
Ciry, State, Zip Code

Dear Ms./Mrs. Patient's Name: -

We are writing to ask you to participate in a research study that researchers at the Herbert Irving
Comprehensive Cancer Center and Columbia University, Mailman School of Public Health are
conducting. The name of the study is "Aging Families and Breast Cancer: Multigenerational
[ssues". Its' purpose is to investigate the illness and treatment-related issues patients diagnosed
with breast cancer and their care giving daughters are experiencing. We have spoken with Dr.
Patient's Physician about this study and he/she thinks you may be interested in taking part.

In a few days, a social worker on the study will be calling you to discuss the study further and =
answer any questions you might have. If you do not want to be called, check-off the "Do not
contact”" box on the enclosed postcard and mail it back to our office. If vou are interested in this
study, the social worker will ask you a few, brief questions about vourself and vour illness to see
if you and your daughter are eligible to participate in the study. If vou are, both of vou will be
asked to complete an interview. The interview will be conducted by a member of our research
team. In this interview we will ask you about your illness and needs for assistance. We will also
ask you some background questions about yourself. You can choose not to answer any question.
Your interview will be conducted by telephone at a time that is convenient to vou. It will take
about 40 minutes. We will also be interviewing vour daughter about her care giving experiences

and how vyour illness and its treatment has affected her.

What you tell us in this interview will be kept strictly confidential. It will only be used for the
present study and the information you provide will only be seen by the investigators carrying out
the research. All study data will be assigned a unique code number and kept in locked file
cabinets in our research offices. Your doctor will not know that vou agreed to participate in the
study. This study has been funded by the Department of Defense. Representatives from the U.S.
Army Medical Research and Materiel Command ar: eligible to inspect the records of this
research as part of their responsibilities to protect human subjects in research.

If you decide not to participate in this study, your decision will in no way affect the medical or.
other services you are receiving now or in the future. If you do decide to participate. you can
decide to stop participating at any time. There will be no penalty or loss of benefits to which vou
are entitled. There are no physical risks or cost to you for participating in the studv. You will not
receive any payment for the interview. Talking with the research clinician may cause vou to
confront some sensitive feclings and issues related to vour illness and its treatment. For this
reason, the interviewer is an experienced clinician who has been trained to address any such
distress. Although vou may not benefit directly from this studv. we feel that what vou and your



Institutional Review Board (CPMCIRB)

IRB # 585 Approval Date  5/2/01
Initials Expiration Date  3/28/02

Columbia Presbyterian Medical Center

daughter will tell us about your experiences will help other patients and their families in the
future.

If at anytime you need any additional information, you may call me (Victoria H. Raveis, Ph.D.) at
(212) 304-5566. The solicitation of subjects into this study has been approved by the Columbia
Presbyterian Medical Center Institutional Review Board. If you have any questions about your
rights as a research subject, you can call the Institutional Review Board at (212) 305-5883 for

information.

The choice to participate in this study is yours. You are in a position to make a decision if you
understand what you have read in this letter about the study. Your participation in the research
interview will be regarded as evidence of your consent to participate. You will not be asked to
sign a consent form. If you agree to the interview, you still have a right to stop at any time. '

Sincerely,

Victoria H. Raveis, Ph.D.
Associate Professor of Clinical Public Health

cc: Patient's Physician



Institutional Review Board (CPMCIRB)

IRB# Approval Date  5/2/01
Initials Expiration Date  3/28/02

Columbia Presbyterian Medical Center

Date
Daughter's Name
Street Address
Ciry, State, Zip Code

Dear Ms./Mrs. Daughter's Name:

We are writing to ask you to participate in a research study that researchers at the Herbert Irving:
Comprehensive Cancer Center and Columbia University, Mailman School of Public Health are
conducting. The name of the study is "Aging Families and Breast Cancer: Muitigenerational
Issues". Its' purpose is to investigate the illness and treatment-related issues patients draonosed
with breast cancer and their care giving daughters are experiencing. We have spokén with your
mother about this study and she has told us how to contact you.

In a few days a social worker on the study will be calling you to tell you more about this study
and answer any questions you may have. If you decide to participate in this study we are asking
you to participate in a two and one-half hour face-to-face research meeting with a research
clinician. This research meeting will be scheduled at your convenience. It will be held at our
research offices at 100 Haven Avenue, about three blocks away from the hospital.

In the first part of the meeting you will be asked to answer a questionnaire that will contain
questions about your mother's illness, treatment experiences and needs for assistance. We will
also ask you about your care giving and some background questions about yourself. In the
second part of the research meeting, we will ask you to tell us in greater detail about how your
mother's illness and its treatment has impacted on your life. We will also ask you about other
illness-related issues and concerns you may have. With your permission we will tape recom tms

part so that it can be typed up and analyzed.

If you decide not to participate, vour decision will in no way affect the medical or other services
your mother is receiving now or in the future. The choice to participate in this study is yours.
You are in a position to make a decision if you understand what vou have read in this letter about
the study. If you agree to the interview, you still have a right to stop at any time.

If at anytime you need any additional information. you may call me (Victoria H. Raveis, Ph.D.) at
(212) 504-5566. The solicitation of subjects into this study has been approved by. the Columbia .
Presbyterian Medical Center Institutional Review Board. If you have any questions about your
rights as a research subject, you can call the Institutional Review Board at (212) 305-5883 for

information.

Sincerely,

Victoria H. Raveis. Ph.D.
Associate Professor of Clinical Public Health
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Date

Patient's Name
Street Address
City, State, Zip Code

Estimada Patient’s Name:

Le escribimos para solicitar su participacién en una investigacién conducida por el Centro Herbert
Irving para e] Tratamiento del Céncer y la Escuela Mailman de Salud Publica de la Universidad de
Columbia. El nombre del estudio es "Envejecimiento de familiares y cancer del seno: problemas
multigeneracionales". El objetivo del estudio es investigar los problemas relacionados con la
enfermedad y el tratamiento de las pacientes diagnosticadas con cancer del seno y las experiencias
de sus hijas que las atienden. Hablamos con el/la Dr (a). Patient's Physician de este estudio y él/ella
cree que usted puede estar interesada en participar en el estudio.

En unos dias, un trabajador social de esta investigacién le llamara para hablar del estudio con més
detalle y contestarle cualquier pregunta que usted tenga. Si usted no quiere recibir una llamada,
marque la caja que dice “No me contacte” en la postal que incluimos y enviela a nuestra oficina. Si
le interesa este estudio, el trabajador social le har4 unas breves y pocas preguntas acerca de usted y

; de su enfermedad para determinar si usted y su hija son elegibles para participar en el estudio. Si

. resultan elegibles, se les pedird a ambas que realicen una entrevista. La entrevista la llevaré a cabo
un miembro de nuestro equipo investigativo. En esta entrevista le haremos a usted preguntas sobre
su enfermedad y la necesidad de ayuda. También le haremos algunas preguntas con respecto a su
historial. Tiene la opcién de no contestar a ninguna pregunta. La entrevista se realizaré por teléfono
auna hora que le sea conveniente a usted. La entrevista tomard como 40 minutos. Entrevistaremos a
su hija sobre sus experiencias como proveedora de asistencia y cémo su enfermedad y el tratamiento
le han afectado.

Lo que usted nos revele durante la entrevista se mantendrd completamente confidencial. La
informacién se usard solamente para el estudio actual y se dard a conocer solamente a los
investigadores responsables de este estudio. Se le asignara un cédigo numérico tnico a los datos del -
estudio y se guardaran en archivos bajo llave en nuestras oficinas de la investigacién. Sumédico no
va a saber de su participacién. El Departamento de Defensa dio los fondos para este estudio. Los
representantes del Army Medical Research and Materie] Command de los Estados Unidos son
elegibles para revisar los expedientes de esta investigacién como parte de sus responsabilidades de
proteger a los séres humanos en una investigacién. .

Si usted decide que no quiere participar, su decisién no afectard de ningtin modo a su cuidado

médico ni a cualquier otro servicio que esté recibiendo ni ahora ni en el futuro. Si usted decide

participar, puede dejar de participar en cualquier momento. No habra ninguna penalidad ni pérdida

de beneficios a los cuales usted tenga derecho. Su participacién en este estudio no llevara ningtin

{ riesgo fisico ni habra costo para usted. No va a recibir ningtin dinero por la entrevista. El hablar con
' un clinico de la investigacion puede hacer que tenga algunas emociones relacionadas con problemas

Reviewed by: HE 06 - o7
The Hispanic Research and Recruitment Center
Columbia-Presbyterian Medical Center .
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y sentimientos sobre la enfermedad y el tratamiento. Por esta razdn, la persona encargada de
conducir la entrevista es un clinico con experiencia que ha recibido entrenamiento para manejar
cualquier sentimiento de angustia. Aunque usted tal vez no se beneficie directamente de su
participacion en este estudio, tenemos confianza de que lo que usted y su hija nos diga sobre sus
experiencias ayudara a otras pacientes y a sus familias en el futuro.

Si usted necesita més informacion en cualquier momento, puede llamarme (Victoria H. Raveis,
Ph.D.) al (212) 304-5566. La solicitacién de personas para participar en esta investigacién ha sido
aprobada por La Comisién Institucional de Revisién del Centro Médico de Columbia Presbyterian.
Si usted tiene alguna pregunta sobre sus derechos como sujeto de una investigacién, podra llamar a
La Comisién Institucional de Revisién al (212) 305-5883.

La decisién de participar en este estudio es suya. Usted puede tomar una decisién si comprende lo
que ha leido en esta carta con respecto al estudio. Su participacion en las entrevistas investigativas
sera considerada como evidencia de su consentimiento a participar. No se le pediré que firme un
formulario de consentimiento. Si usted estd de acuerdo con la entrevista, atin tendr4 el derecho de
retirarse en cualquier momento.

Atentamente,

Victoria H. Raveis, Ph.D.
Profesora Asociada de
Salud Publica Clinica

cc: Patient's Physician

L-07-0/
Reviewed by: ///@ 06 -07-0

The Hispanic Research and Recruitment Center
Columbia-Presbyterian Medical Center
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Date

Daughter’s Name
Street Address
City, State, Zip Code

Estimada Daughter’s Name:

Le escribimos para pedir su participacién en una investigacién conducida por el Centro Herbert
Irving para el Tratamiento del Céncer y la Escuela Mailman de Salud Publica de la Universidad de
Columbia. El nombre del estudio es "Envejecimiento de familiares y céncer del seno: problemas
multigeneracionales”. El objetivo del estudio es investigar los problemas relacionados con la
enfermedad y el tratamiento de las pacientes diagnosticadas con cancer del seno y las experiencias
de sus hijas que las atienden. Hablamos con su madre sobre este estudio y ella nos dijo cémo
contactar con usted.

En unos dias, un trabajador social de esta investigacién le llamara para hablar de este estudio con
més detalle y contestarle cualquier pregunta que usted pueda tener. Si usted estd de acuerdo en
participar, le pediremos que participe en una entrevista frente a frente con un clinico de la
investigacién. Esta entrevista dura dos horas y media. La entrevista se programara a una hora que
le sea conveniente a usted y se llevara a cabo en nuestras oficinas localizadas en 100 Avenida Haven,
casi a tres cuadras del hospital.

En la primera parte de la entrevista, le pediremos que conteste un cuestionario que tiene preguntas
sobre la enfermedad de su madre, las experiencias del tratamiento y la necesidad de ayuda. También
se le hardn preguntas con respecto al cuidado que usted brinda a su madre, y algunas preguntas sobre
su propio historial. En la otra parte de la entrevista, le pediremos que nos diga con més detalle c6mo
la enfermedad y el tratamiento de su madre le han impactado. También se le hardn preguntas sobre
otros problemas relacionados con la enfermedad y preocupaciones que pueda tener usted. Con su
permiso, grabaremos su informacién para escribirla a maquina y analizarla.

Si usted decide no participar, su decisién no afectar de ningtin modo al cuidado médico ni a otros
servicios que su madre esté recibiendo ni ahora ni en el futuro. La decisién de participar en este
estudio es suya. Usted puede tomar una decision si comprende lo que ha leido en esta carta con
respecto al estudio. Si usted esta de acuerdo con participar en la entrevista, atn tiene derecho de
retirarse en cualquier momento.

/ 8/ —
Reviewed by: /L/é 0 0 A0/
The Hispanic Research and Recruitment Center
Columbia-Presbyterian Medical Center
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Si usted necesita mds informacién en cualquier momento, puede llamarme (Victoria H. Raveis,

Ph.D.) al (212) 304-5566. La solicitacién de personas para participar en esta investigacién ha sido
aprobada por La Comisién Institucional de Revision del Centro Médico de Columbia Presbyterian.
Si usted tiene alguna pregunta sobre sus derechos como participante en un investigacién, podra
llamar a La Comisién Institucional de Revisién al (212) 305-5883.

Atentamente,

Victoria H. Raveis, Ph.D.
Profesora Asociada de
Salud Publica Clinica

Reviewed by: /{/67 06-07-0/

The Hispanic Research and Recruitment Center
Columbia-Presbyterian Medical Center



APPENDIX D

Patient-Daughter Telephone Contact Log and
Screener Form



TELEPHONE CONTACT SHEET Contact# «Contact»

Date Letter Sent: «Date_Letter_Sent»
Patient’s Name: «FirstName» «LastName»
Patient’s Address: «Address»
«City», «State» «ZipCode»
Home Phone #: «HomePhone» Work Phone #: «WorkPhone»

MRN: «MRN» Doctor: «Doctor» Pt List #: «Pt_Listy

LOG OF PHONE CALLS AND CONTACTS

Record Results As:
1-no answer 4-answering machine 7-person delegate contacted
2-busy 5-person not there 8-patient initiated contact

3-phone disconnected 6-person contacted 9-do not contact*

# | DATE | TIME RESULTS

7.

1. Was a screener form filled out? a-Yes b-No (If No, Why?)

1-postcard returned*

2-person refused

3-person died

4-unable contact/eligibility period expired
5-doesn’t speak English/Spanish
6-foreign address

7-other:

2. Person who did the screening:

AGING FAMILIES & BR CA




Screener#

ID #

AGING FAMILIES AND BREAST CANCER SCREENER

1. Do you have a biological daughter? BRSCRI1

1-Yes
2-No

Comments:

2. How often does she see or visit you? BRSCR2

1-Daily

2-Several times a week
3-Once a week

4-A couple of times a month
5-Once a month

6-A few times a year

Comments:

3. When people are ill, family members often help out with a variety of activities. BRSCR3
Since your diagnosis, has your daughter been helping you with your day-to-day
activities, such as helping you with your shopping, cooking or cleaning?

1-Yes
2-No

Comments:




Screener#

4. Has she been going with you to medical appointments, giving you medications
or helping you in any other way with your medical care?

1-Yes
2-No

Comments:

5. Has your daughter been helping you deal with doctors, the hospital, your health
insurance or providing you with any other help you might need because of your
illness?

1-Yes
2-No

Comments:

6. Has anyone else in your family provided you with help?

1-Yes (Ask A)
2-No

A. Who helps? (Relationship to Patient)

1.

2.

BRSCR4

BRSCRS5

BRSCRé6

BRS¢R6AI
BRSCR6A2
BRSCR6A3
BRSCR6A4

BRSCR6AS



Screener#

If Patient indicates that daughter helps in any way, ask:
Overall, how many hours a week do you think your daughter
spends helping you?

# of hours (IF LESS THAN 4 HOURS, ASK A)

A. Since your diagnosis, was there a period when your daughter
was spending more time helping you?

1-Yes (Ask B)
2-No

B. During that time, about how many hours a week do you think she
spent helping you?

# of hours (IF LESS THAN 4 HOURS, ASK C)

C. Do you think, in the future, your daughter will be spending more
time with you?

1-Yes
2-No

BRSCR7

BRSCR7A

BRSCR7B

BRSCR7C




Screener#

PATIENT’S MEDICAL INFORMATION

The following questions refer to your breast cancer diagnosis and treatment.

. To the best of your knowledge, what was the date of your cancer diagnosis?

/ /
mo da yr

. To the best of your knowledge, what is the extent of your breast cancer? Is it...

1-Local
2-Regional
3-Metastatic Organs Involved:

. Do you have a 2™ primary cancer?

1-Yes Site:
2-No

. What type of treatment has been recommended by your physician for your cancer?

a. Surgery:

1-Yes
2-No

b. Chemotherapy:

1-Yes
2-No

¢. Radiation:

1-Yes
2-NO

d. Other:

1-Yes
2-No

BRMEDIMO
BRMEDI1DA
BRMEDI1YR
BRMED?2
BRMED2RV]
BRMED2RV2
BRMED2RV3

BRMED3

BRMED3RV1

BRMEDA4A

BRMEDA4B

BRMEDA4C

BRMED4D



Screener#

5. Which treatments have you actually undergone, or are you currently undergoing?
a. Surgery:
1-Yes
2-No
b. Chemotherapy:
1-Yes (Ask 6)
2-No
c¢. Radiation:
1-Yes (Ask 7)
2-No
d. Other:
1-Yes (Ask 8)
2-No
6. When was your last chemotherapy treatment? / /
mo da yr

a. are you still undergoing chemotherapy?
1-Yes (Ask B)

2-No
b. when is your next chemotherapy treatment? / /
mo da yr
7. When was your last radiation treatment? / /

a. are you still undergoing radiation?
1-Yes (Ask B)
2-No

b. when is your next radiation treatment? / /
mo da yr

8. When was your last treatment? / /
mo da yr

a. Are you still undergoing ?

1-Yes (Ask B)
2-No

b. When is your next treatment? / /
mo da yr

BRMEDSA

BRMEDSB

BRMEDSC

BRMEDSD

BRMED6MO

BRMED6DA
BRMED6YR

BRMED6A

BRMED6BMO

BRMED6BDA
BRMED6BYR

BRMED7MO

BRMED7DA
BRMED7YR

BRMED7A

BRMED7BMO

BRMED7BDA
BRMED7BYR

BRMEDSMO

BRMEDSDA
BRMED8YR

BRMEDSA

BRMEDSBMO

BRMEDSBDA
BRMEDSBYR



9. Hx Comments:

Screener#

10. Tx Comments:

11. Comments:

12. Patient’s Primary Caregiver:

BRMED9RV1
BRMEDYRV2
BRMEDOYRV3

BRMEDI10RV1
BRMEDI10RV2
BRMED10RV3

BRMEDIIRVI
BRMEDI!1RV2
BRMEDI11RV3

BRMEDI2



Screener#

DYAD ELIGIBILITY
1. Is this dyad eligible for the study? BRELGI

1-Yes (Answer A)
2-No (Skip to C)

A. Did dyad complete T1 interview? BRELGIA

1-Yes (Skip to 14)
2-No (Answer B, Skip C)

B. Why was T1 not completed? BRELG1B

1-Daughter declined participation

2-Patient declined participation

3-Unable to contact to schedule T1

4-Patient died

5-Patient declined permission to contact daughter
6-Other ( )

C. Why is dyad ineligible? BRELG1C

1-No daughter

2-Ineligible due to extent of cancer
3-Daughter is not a caregiver
4-Received prior cancer diagnosis
5-Misdiagnosed, no cancer
6-Eligibility period expired

7-Patient refused to complete screening

8-Other ( )
1.  Date of Screening: / / BRELG2MO
mo da yr BRELG2DA
BRELG2YR
3. Screened by: ) BRELG3
4.  Additional Comments: BRELG4RV1
BRELG4RV2
BRELG4RV3



Screener#

IF DAUGHTER PROVIDES 4 OR MORE HOURS OF HELP A WEEK OR PARENT FEELS
DAUGHTER WILL BE HELPING MORE IN THE FUTURE ASK FOR DAUGHTER’S NAME,
ADDRESS AND PHONE NUMBER.

Daughter’s Name

Address

City, State & Zip

Phone Number Best time to call

LOG OF PHONE CALLS AND CONTACTS

Record Results As:
1-no answer 3-phone disconnected 5-person not there 7-dtr called
2-busy 4-answering machine 6-person contacted
DATE TIME RESULTS
1.
2.
3.
4.
5.
6.
7.
8.
1. Did daughter agree to participate? 1-Yes 2-No (If No, Why?) BRDTRI1
WHY?
- BRDTRIRVI
BRDTRIRV2

BRDTRIRV3




Screener#

2. Demographics:

A. Marital Status:
1-Married
2-Living with a Partner
3-Divorced
4-Seperated
5-Widowed
6-Never Married

B. Number of Children

C. Employment Status:
1-Not Employed
2-Working F/T
3-Working P/T
4-Homemaker

3. Comments: (how did you feel when you found out about your mother’s cancer dx?
Are you feeling depressed/anxious? Have you had to assume greater responsibility

for your mother’s care? Are you spending less time with your own family/ at
your job/with your friends? How has the dx effected your day-to-day life?)

BRDTR2A

BRDTR2B

BRDTR2C

BRDTR3RV1
BRDTR3RV2
BRDTR3RV3

4. Patient’s Primary Caregiver:

Rev. 11/14/00
BRCASCREENER.DOC

BRDTR4
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APPENDIX E Daughter Informed Consent Form
(English/Spanish)
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Columbia Presbyterian Medical Center -- Consent to Participate in a Research Study

ADULT DAUGHTER CONSENT FORM -

The purpose of this consent form is to provide vou with the information you need to consider in
deciding whether to participate in this research study.

Study title: IRB #: 9585, "Aging families and breast cancer: Multloeneratlonal Issues

Study purpose:

You are invited to participate in a research study. The purpose of this study is to investigaté the
illness and treatment-related issues patients diagnosed with breast cancer and their care 01vmg
daughters are experiencing. You qualify as a possible participant in this study because you are
providing care to your mother who has been diagnosed with breast cancer. -

Study procedures:

If you decide to participate in this study we are asking you to participate in a two and one-half
hour face-to-face research meeting with a research clinician. This research meeting will be
scheduled at your convenience. It will be held at our research offices at 100 Haven Avenue,
-about three blocks away from the hospital. In the first part of the meeting you will be asked to - .-
answer a questionnaire that will take about 50-60 minutes to complete.. The questionnaire will =
contain questions about your mother's illness, treatment experiences and needs for assistance.

We will also ask you about your care giving and some background questions about yourself.

You can choose not to answer any question. In the second part of the research meeting, we will-
ask you to tell us in greater detail about how your mother's illness and its treatment has impacted
on your life. We will also ask you about other illness-related issues and concerns you may have.
This portion of the research meeting will take about 90 minutes and with your permission (please '
indicate by checkmark below), we will tape record it so that it can be typed up and analyzed.”

Yes, [ agree to the tape recording
No, I do not agree to the tape recording

Study risks:

Your participation in this study involves the following risk: Talking with the research clinician . .
may cause you to confront some sensitive feelings and issues related to vour mother's breast
cancer and its treatment. For this reason. the interviewer is an experienced clinician who has

been trained to address any such distress. There are no physical risks anticipated to your '
participation in this study.

Please initial page: ____ Participant/ Wzmess

Co
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Columbia Presbyterian Medical Center

Study benefits:

Your may or may not benefit personally from this study. We have found that some patients and
their families find the opportunity of talking with a research clinician about their experiences and
concerns to be beneficial and you may also find this a benefit. Your participation may benefit
society by contributing to our understanding of the illness and treatment-related issues patients
diagnosed with breast cancer and their care giving daughters are experiencing.

i

Alternatives:

An alternative to study participation is to not participate in the study.

Costs:

There will be no costs to you for participating in this study. You will be paid back for any travel
costs and child care costs you may have in coming to research meeting.

Compensation:

For your participation in this study you will receive $30 to compensate you for your time and
effort in participating in the study in addition to the money you are given for your travel and child
care costs. The interviewer will give you the money at the end of the research meeting.

Confidentiality:

Any information obtained during this study and identified with you will remain confidential.
Your name or other personally identifying information will not be used in any reports or
publications from the study. Your comments about the program will be identified by a unique
code number and kept in locked files in our research office. This study has been funded by the
Department of Defense. Representatives from the U.S. Army Medical Research and Materiel
Command are eligible to inspect the records of this research as part of their responsibilities to

protect human subjects in research.

Participation is voluntary:

Your participation in this study is completely voluntary. You can refuse to participate or
withdraw from the study at any time and such a decision will not affect your mother’s medical
care at New York Presbyterian Medical Center now or in the futire. Signing this form does not

waive any of your legal rights.

Questions:

If you have any questions, please ask, and we will do our best to answer them. If you have
additional questions in the future, you can reach Dr. Victoria H. Raveis at (212) 304-5566. If you
have any questions about your rights as a research subject. you can call the Institutional Review

Board at (212) 305-5883 for information.
Please initial page: Participant/ Witness
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Statement of consent:

[ have discussed this study with (Consenting Investigator)
to my satisfaction. I understand that my participation is voluntary and that I can withdraw from
the study at any time without prejudice. I have read the above and agree to enter this research

study. Signing this form does not waive any of my legal rights.

I'have been informed that if I believe that I have sustained injury as a result of participating in a
research study, I may contact the Principal Investigator, Dr. Victoria H. Raveis at (212) 304-5569
or the Institutional Review Board, at 212-305-5883 so that I can review the matter and identify

the medical resources which may be available to me.

[ understand that I will receive a copy of this consent form.

Signatures:

Participant signature Name (Please print) Date (Month/Day/Year)
Participant's address (Street) (City/State)

Signature of investigator Name (Please print) Date (Month/Day/Year)

obtaining consent

Signature of witness Name (Please print) Date (Month/Day/Year)
to the informed consent

The solicitation of subjects into this study has been approved by the Columbia Presbyterian
Medical Center Institutional Review Board.
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IRB approval date: Approval expiration date:

El Centro Médico de Columbia Presbyterian -- Consentimiento Para Participar en una
Investigacion

FORMULARIO DE CONSENTIMIENTO INFORMADO PARA LA HIJA ADULTA

El objetivo de este formulario de consentimiento es darle la informacién que necesita considerar
para decidir si quiere participar en esta investigacion.

Titulo de Estudio: IRB #: 9585, "Envejecimiento de familiares y céncer del seno:
problemas multigeneracionales”

PROPOSITO

Se le esta pidiendo que participe en una investigacion. El objetivo de este estudio es investigar los
problemas relacionados con la enfermedad y el tratamiento de las pacientes diagnosticadas con
cancer del seno y la experiencia de sus hijas que las atienden. Usted califica como posible
participante en este estudio porque usted esta cuidando a su madre que ha sido diagnosticada con
cancer del seno.

DESCRIPCION DEL ESTUDIO

) Si usted esta de acuerdo en participar, le solicitaremos que participe en una entrevista frente a frente
conun clinico de la investigacion. Esta entrevista dura dos horas y media. La entrevista se realizara
auna hora que le sea conveniente a usted y se llevard a cabo en nuestras oficinas localizadas en 100
Avenida Haven, casi a tres cuadras del hospital. En la primera parte de la entrevista, le pediremos
que conteste un cuestionario que le tomara como 50-60 minutos. Este cuestionario tiene preguntas
sobre la enfermedad de sumadre, las experiencias del tratamiento y la necesidad de ayuda. También
se le hardn preguntas con respecto al cuidado que usted le brinda a su madre, y algunas preguntas
sobre su propio historial. Usted tendra la opcion de rehusar a contestar cualquier pregunta. En la
otra parte de la entrevista, le pediremos que nos diga con maés detalle cémo la enfermedad y el
tratamiento de su madre le han impactado. También se le hardn preguntas sobre otros problemas
relacionados con la enfermedad y las preocupaciones que pueda tener usted. Esta parte de la -
entrevista tomard 90 minutos y con su permiso (indique su decisién con una marca a continuacion),
grabaremos la entrevista para poder escribirla a maquina y analizar su informacién.

Si, estoy de acuerdo en grabar una cinta
No, yo no estoy de acuerdo en grabar una cinta

RIESGOS DEL ESTUDIO

Su participacién en este estudio incluye los riesgos siguientes: el hablar con un clinico de la
investigacion puede hacer que usted tenga algunas emociones relacionadas con problemas y
sentimientos acerca de la enfermedad y el tratamiento de su madre. Por esta razon, la persona
encargada de conducir la entrevista es un clinico con experiencia que ha recibido entrenamiento para
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manejar cualquier sentimiento de angustia. No hay riesgos fisicos previstos por su participacion.

BENEFICIOS DEL ESTUDIO

Usted puede beneficiarse personalmente del estudio o no. Hemos encontrado que algunas pacientes
y sus familiares se benefician al tener la oportunidad de hablar con el clinico de la investigacién y
usted también puede beneficiarse. Su participacion puede beneficiar a la sociedad, ya que
contribuird al entendimiento de los problemas relacionados con el tratamiento y la enfermedad de las
pacientes con cancer del seno y de la experiencia de sus hijas que las cuidan.

ALTERNATIVAS
Una alternativa a la participacion en el estudio es no participar.

COSTOS

No habra ningtin costo para usted por participar en el estudio. Se le reembolsara todo el costo del
viaje y del cuidado de sus nifios que pueda tener por venir a la entrevista.

COMPENSACION

Para compensar su tiempo y esfuerzo por participar en este estudio, recibira treinta dolares. Este
dinero es ademas del dinero que usted va a recibir por su viaje y el cuidado de sus nifios. El
entrevistador le dara su dinero al terminar la entrevista.

CONFIDENCIALIDAD

Toda informacion obtenida durante el estudio y que la identifique a usted se mantendra confidencial.
Su nombre o cualquier informacién que la identifique personalmente no se utilizara ni en informes
ni publicaciones de este estudio. Todos sus comentarios sobre el programa seran identificados con

- numeros de cddigo, y serdn archivados, bajo llave, en nuestras oficinas. El Departamento de Defensa
proporcioné los fondos para este estudio. Los representantes del Army Medical Research and
Materiel Command de los Estados Unidos son elegibles para revisar los expedientes de esta
investigacion como parte de sus responsabilidades para proteger a los sujetos de una investigacién. |

SU PARTICIPACION ES VOLUNTARIA

Su participacién en esta investigacion es completamente voluntaria. Usted puede negarse a
participar o retirarse en cualquier momento, y su decisién no afectara el cuidado médico de su madre
en el Centro Médico de New York Presbyterian ni ahora ni en el futuro. Al firmar este formulario no
renuncia a ninguno de sus derechos legales.

PREGUNTAS

Sitiene preguntas, por favor hagalas y haremos todo lo posible por contestarlas. Si tiene preguntas
adicionales en el futuro, puede llamar a la Dra. Victoria H. Raveis. Sunumero telefonico es el (212)
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304-5566. Si tiene preguntas sobre su derechos como sujeto de estudio, podra llamar a la Comisién
Institucional de Revisién a (212) 305-5883 para més informacidn.

DECLARACION DEL PARTICIPANTE

Yo he discutido el estudio a fondo con (Investigador/a que solicita
el consentimiento) para mi satisfaccién. Comprendo que mi participacién en este estudio es
voluntaria y que puedo retirarme en cualquier momento sin penalidad. He leido todo lo anterior y
estoy de acuerdo en participar en esta investigacién. Al firmar este formulario no renuncio a mis
derechos legales.

Me han informado que si creo que he sufrido una lesién como resultado de mi participacion en esta
investigacién, puedo comunicarme con la Investigadora Principal, Dra. Victoria H. Raveis en el
(212) 304-5566 o con la Comisién Institucional de Revision a (212) 305-5883 para poder revisar la
materia e identificar los recursos médicos disponibles para mi.

Entiendo que voy a recibir una copia de este formulario.

Firmas:

Firma del Participante Nombre (en letra de molde) Fecha (Mes/Dia/Afio)

Direccion del Participante (calle)  (Ciudad/Estado)

Firma de la Investigadora Nombre (en letra de molde) Fecha (Mes/Dia/Afio)
obteniendo el consentimiento

Firma del Testigo Nombre (en letra de molde) Fecha (Mes/Dia/Afio)
del consentimiento informado

La solicitacién de personas para este estudio ha sido aprobado por La Comisién Institucional de
Revisién del Centro Médico de Columbia Presbyterian.
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APPENDIX F

Patient Questionnaire (English/Spanish)



CODED

ENTERED

VERIFIED

COVERSHT.PT Vers. 6/01

Aging Families and Breast Cancer:
Multigenerational Issues

Patient Interview

ID#

Time Started
am/pm

Time Ended
am/pm




TIME BEGUN:

(U3}

a.m./p.m.

SOCIODEMOGRAPHIC QUESTIONS

What is your date of birth?

/ /
month day year

What is the highest level of schooling you have completed?

Eighth grade O 1€8S ...cvvvivmiiiiiiiiiiiiiii st 1
Some High SCHOOL.....crmimiiiiiiiiiii s 2
High School Graduate or GED ..o 3
SOME COBEE cevvreriiiuiiiiictiittc st 4
ASSOCIAE’S DEETEE ...ovvniiiiiiiiicictce ittt e e 5
Technical or vocational SChOOL..........cceuiiiviieriirrre 6
CollEZE DEGIEE ...ovviviirienriniitiiniiii et 7
Some graduate SChOOL.....ooviiiiiiiiiiiii 8
Graduate or professional degree ........cocceveiiiiiiireisnene e 9

How would you describe yourself? Would you say you are...

PV HIEE oonveeveeeseeee st e seeseteeeae e s st e esteesteeaeaessesaseseebeebensesaresbeere e bseens e b b e aner e e s ae e 1
Black/African AMETICAI.....cccuiiiiviiiriicrieeieeerecereae e e sesstesassbs s e ses e ssnesnnes 2
Asian or Pacific ISIander .......coovicieiiiiice sttt 3
American Indian/Alaskan NALIVE ...........cceeviriveiirireeeeeeeiieiin e 4
Other (SPECIFY ) ettt r e r et r st 5
A. Are you of Hispanic origin or descent?
D TS OO PP PPPPPP 1
)\ PO U PUUPUTOPPPPP IR 2
B. Do you consider yourself to be...
PUEITO RICAN vttt sttt sner e st sr s s rbn e s s eana e 1
DOMUNICADN <.t cte et e e eaaeareesaeeseseesesnesanesasesbneesaasanann 2
CUDAN .ottt e st st s et e bbb e e e e e enaes 3
A (5514 (o7 ¢ DR O USSR PO PRSP 4
ECUAdOIEaN .c.veviviiiiiii 5
COIMDBIAN Lottt eebae oo 6
Spanish or EUrOPEaN.........c.oiiiiiiiiciiee e 7
Something else (SPECIFY: D 10

DEMOGRAF.PT 1

(ASK A)
(ASK A)

(ASK A)

(ASK B)

BRPSIMO
BRPSIDA
BRPSIYR

BRPS2

BRPS3

BRPS3A

BRPS3B




4. Are your currently employed, not employed, on disability, out on sick leave, or something else? BRPS4
EMPIOYEA ...ttt et e en 1 (ASK A)
DiSAbIlItY ..o e 2 (ASKO)
SICK LEAVE ..evveiiiiciiiteecrieeec ettt e ae e 3 (ASK C)
Not employed, laid off, looking for work........cooovrveiieinvnccinnnne, 4 (ASK B)
REEITEA ...ttt ettt e a s s aa bt nns 5 (ASK C)
In school and NOt WOrKing .........cccvveveereiniceieneerieene e 6 (ASKB)
Keeping ROUSE ...c.ooveiieieeieiietccecece vt 7 (ASK B)
Other (SPECIFY ) FRO 8 (ASKB)
A. (IF EMPLOYED) About how many hours do you work in an average week? BRPS4A
# of hours IF LESSTHAN 35 HOURS GO TO D.
IF 35+ GO TO Q.5.
B. Have you ever held a job which lasted for six months or longer? BRPS4B
Y €Sttt r s 1
NO ettt es 2 (IF NO,GOTO Q. 8)
C. In what month and year did you last work? BRPS4CMO
BRPS4CYR
/
month  year
D. (IF WORKING PART-TIME OR NOT WORKING) Are you (working part-time/ BRPS4D
not working) because of your illness?
T BS. ittt ettt b ens 1
NO et 2
5. What kind of work (do)(did) you do? That is, what (is)(was) your job called? (PROBE, IF BRPSS
NECESSARY) What (do)(did) you actually do in that job? What (are) were some of your main duties
or responsibilities?
Occupation:
Job Title:
Duties:
A. What kind of company or industry is that? What do/did they do or make at the place where BRPS5A
you work(ed)?
6. Are/Were you self employed in your own business, practice, or working without pay in a family BRPS6
business (on your main job)?
Yes, self employed ......cccooiiierinineiccie e 1
No, work for SOMEONE €lSE ......vvveveeieiieiiiiceiceecre e 2
DEMOGRAF.PT 2




(What is/When you were working, what was) your annual salary before taxes from your job?
I'll start reading off a list of income ranges; just stop me when [ reach the category that includes

your income.

$5,000 OF €SS . eeutieeerreericeieerieeresieteereereetesesebeseesatssnesrears e be e ebba i eas 1
$5,001 = $10,000....c0cieeieiiriirceeer e e 2
S10,001 = $15,000.....ciiieiiieieeerees e s 3
F15,001 - $20,000 .00t e 4
$20,001 = 325,000 ...cccitiiiirreeiieerccecierere e et 5
$25,001 = $30,000......0c0crimreiiieeeriier et s 6
$30,001 = $40,000.......coeiieiiiieeceece e s 7
$40,001 - $50,000....c.ccmiiireiiirieieiee et 8
$50,001 = $60,000.......c.c ottt 9
$60,001 = $70,000 ...ceemiiererrercreeececreiereeiee e s e 10
$70,001 - $80,000.......cicmieriiriererrerireieeeeereererer s eeerrerarees 11
$80,001 = $90,000.......ce ettt en et asan s 12
$90,001 = $100,000......c0ciiiieriieieieeierei e 13
$100,001 OF MOTE ....oviniiiiiirriiceeeerene ettt s 14
DO0ES NOt KNOW ...ttt ettt ens et 97 (ASK A)
REFUSES 0 ANWET ...ttt s 99 (ASKA)
A. Can you tell me if it was...
Less than $25,000 2 Year O .........ccceveveeneeerinennriesiene e 1
More than $25,000 @ year..........ccccoceeveerieenciiiinineneeiene 2
DOESN'T KNOW; REFUSED .....ccccoeemmeivininniniireeeere e 3

What is your current marital status?

MAITIEA ...ttt bbbt 1 (ASK A)
[F VOLUNTEERED: Living with a partner .........cccooovcvenineceeniennnnnn 2  (ASKA)
DIVOICEA ...cvirieiiirieertece ettt sa et ne e 3
SEPAALEd ....cvvvieiiecirii et b 4
WIAOWEA ..ottt e oe 5
NeVer MaITiBd ...c.cououeeiriiiiieicicececte ettt e 6

A. How long have you been (married/living together)?

number of years

How many children do you have?

number of children

DEMOGRAF.PT 3

BRPS7

BRPS7A

BRPS8

BRPSSA

BRPS9




11.

Could you please tell me who lives with you in your household? IF R. LIVES ALONE GO TO Q.

11. (ASK A-C FOR EACH PERSON IN HOUSEHOLD) (NOTE: IF HOUSEHOLD
COMPOSITION HAS CHANGED FROM THE USUAL, CODE FOR COMPOSITION IN THE

LAST MONTH), PROBE: Anyone else?

A. What is their B. Sex C. What was his/her age on
relationship to you? Male Female his/her last birthday?
Pers. . 1 2
Pers. 2. | 2
Pers. 3 1 2
Pers. 4. ' 1 2
Pers. 5. 1 2
Pers. 6. I 2
Pers. 7. 1 2
Pers. 8. 1 2

So, including yourself, the total number of people living
in your household is:

DEMOGRAF.PT 4

BRPSI0RI
BRPS10S1
BRPS10A1

BRPS10R2
BRPS10S2
BRPSI10A2

BRPS10R3
BRPS10S3
BRPSI0A3

BRPS10R4
BRPS10S4
BRPS10A4

BRPSIORS
BRPSI10S5
BRPS10AS

BRPS10R6
BRPS10S6
BRPS10A6

BRPS10R7
BRPS10S7
BRPS10A7

BRPS10R8

BRPS10S8
BRPSI10AS8

BRPSI1



NETWORK OF RELATIONSHIPS (Abbreviated)

We are interested in how illness changes relationships. In this next series of items we ask about how
your relationship with your daughter has been since your diagnosis and how it was prior to your illness

Not at all The
or a little Somewhat Very Extremely most DNA

1. How much do you and your

daughter get upset

or mad at each other?

a. since the diagnosis 1 2 3 4 5 8

b. prior to the diagnosis 1 2 3 4 5 8
2. How satisfied are you with

your relationship with

your daughter?

a. since the diagnosis 1 2 3 4 5 8

b. prior to the diagnosis 1 2 3 4 5 8
3. How much do you tell your

daughter everything?

a. since the diagnosis 1 2 3 4 5 8

b. prior to the diagnosis 1 2 3 4 5 8
4. How much do you help your

daughter with things

she can't do by herself?

a. since the diagnosis 1 2 3 4 5 8

b. prior to the diagnosis 1 2 3 4 5 8
5. How much does your

daughter treat you

like you're admired and

respected?

a. since the diagnosis 1 2 3 4 5 8

b. prior to the diagnosis 1 2 . 3 4 5 8
6. How much do you and your

daughter disagree

and quarrel]?

a. since the diagnosis 1 2 3 4 5 8

b. prior to the diagnosis 1 2 3 4 5 8

NTWRKREL.PT 5

BRPNRIA

BRPNRI1B

BRPNR2A

BRPNR2B

BRPNR3A

BRPNR3B

BRPNR4A

BRPNR4B

BRPNRSA

BRPNRSB ~

BRPNR6A

BRPNR6B



1.

Not at all
ora little

Somewhat

How happy are you with the

way things are between you

and your daughter?

a. since the diagnosis ]
b. prior to the diagnosis 1
How much do you share your

secrets and private feelings

with your daughter?

a. since the diagnosis 1

b. prior to the diagnosis 1

How much do you protect and
look out for your daughter?

a. since the diagnosis 1
b. prior to the diagnosis 1
How much does your
daughter treat you like

; .
you're good at many things?
a. since the diagnosis 1
b. prior to the diagnosis 1
How much do you and your
daughter argue with
each other?
a. since the diagnosis 1

b. prior to the diagnosis 1

How good is your relationship
with your daughter?

a. since the diagnosis ]
b. prior to the diagnosis 1
How much do you talk to your

daughter about things that

you don't want others to know?

a. since the diagnosis 1

b. prior to the diagnosis 1

NTWRKREL.PT

[

88

(S8 ]

39

(8]

o

887

3]

(3]

~o

The

Very Extremely most  DNA
3 4 5 8
3 4 5 8
3 4 5 8
3 4 5 8
3 4 5 8
3 4 5 8
3 4 5 8
3 4 5 8
3 4 5 8
3 4 5 8
3 4 5 8
3 4 5 8
3 4 5 8
3 4 5 8

BRPNR7A

BRPNR7B

BRPNRSA

BRPNRSB

BRPNRYA

BRPNRIB

BRPNRI0A

BRPNR10B

BRPNRIIA

BRPNRI11B

BRPNRIZA

BRPNR12B

BRPNRI3A

BRPNR13B




The

Not at all
or a little Somewhat Very Extremely  most DNA
4. How much do you take care
of your daughter?
a. since the diagnosis 1 2 3 4 S 3
b. prior to the diagnosis 1 2 3 4 5 8
15. How much does your
daughter like or approve
of the things you do?
a. since the diagnosis 1 2 3 4 5 3
b. prior to the diagnosis 1 2 3 4 S 8
16. How close is your relationship
with your daughter?
a. since the diagnosis 1 2 3 4 5 8
b. prior to the diagnosis 1 2 3 4 5 8
Daughter [ almost
almost Daughter About 1 always
always does often does the same often do do DNA
{7. Who tells the other person
what to do more often,
you or your daughter?
a. since the diagnosis 1 2 3 4 S 8
" b. prior to the diagnosis 1 2 3 4 5 8
18. Between you and your
daughter who tends
to be the BOSS in this
relationship?
a. since the diagnosis 1 2 3 4 5 8
b. prior to the diagnosis 1 2 3 4 5 8
19. In your relationship with your
daughter who tends to take
charge and decide what should
be done?
a. since the diagnosis 1 2 3 4 S 8
b. prior to the diagnosis 1 2 3 4 5 8
NTWRKREL.PT 7

BRPNRI4A

BRPNR14B

BRPNRISA

BRPNRI5B

BRPNRI6A

BRPNR16B

BRPNRI7A

BRPNR17B

BRPNRISA

BRPNR18B

BRPNRI9A

BRPNR19B




FILIAL OBLIGATION

In this next series of questions, we will be asking you your opinions about help in the home

Married children should live close to parents to provide care. Do you. ..

SHONGIY BETEE .c.oviiviiiviiirieircr e bbb
SOMEWRAL AZIEE ...ttt ettt bbbt e
Neither agree nor diSAZIEE .......ccovrvemerereereiiiirerire s
SOMEWRAL AISAGIEE ....vcvvevieeereenieirt et et
Srongly diSAGIEE ....vvveececiciieeicieiceerereciait st

Children should not be expected to do tasks for their parents. . .

SEONGLY BZIEE ..rvieierenceiieieiecire ettt bbb
SOMEWNAL AT ...c.vviirivreieicirceerenre et sr e e st s sbe e Fevereennenes
Neither agree NOT diSAZIEE .....ccvivirueieeiereeeesi et
SOMEWAL AISAZIEE .....cvvcvveeerieriiiierieiertre ettt
SErongly diSAZIEE ...ooveuieveiiieirieecteecerreiie e e s

Parents should expect adult children to assist them. . .

SEONGLY BITEC ....cviiieerintiriciieteierr ettt r s et bt
SOMEWNAL AGIEE......c.eiiivitiitecirteceere ettt
Neither agree NOr diSAZIEE ......vvvere e
SOmMEWhA dISAIIEE ...c..cveervieiriiierei et et
SrONGLY AISAZIEE ...eovevieciiireieeei ettt

It is a child's duty to assist parents. . .

SEONGIY AZTEL ..ttt
SOMEWRAL BITEE.c..evieiriiureeiiiee et cecsie st e aer st sa st snesaeanes
Neither agree nOr diSAZIEE ........covvveeeirieeerrreecieiire et
SOMEWNAL AISAZIEE ..ecveeiiririeiieeeer et et s
Strongly diSAZIEE .....eeueereireiriirieieit ittt

It is preferable to pay a professional for assistance with caregiving. . .

SEONGLY BZTEE ....eviiiieeeiieiiieteertceee sttt e s bbb
SOMEWNAL AGTEE......ciiiiiiiierictirertc et s r s r st
Neither agree nOr diSAZIEE ......covcvevievirceeeiiieiiiiis et
Somewhat diSAZIEE .....ceiiiieiire e
SrONGLY dISAGIEL ..e.vveeiiiirieieeee et

Paying for professional help means a relative is not taking responsibility. . .

SITONGLY BETEE ...eevveitieieiiiieiietett ettt et sttt e nv s et s s aae et s s e ars s be s s
SOMEWNAL AT ......vieuiievetiiciicti et seeeecses bt e e et s st sneeae b e sareene
Neither agree not diSAZIEE ............ooovvvveeerrvreeeressssse e et
SOMEWNAL AISAZIEE ...ttt e st
Strongly dISAZICE .....veviniiieriiiriririi ettt

It is better to give up a job to provide care than to pay a professional. . .

SETONGLY BZTEE....eiiiiiieiieiicee ettt
SOMEWRNAL AZTEE....cuieeieiiiiiieicsrc ettt s s e sa s sa e s e ebenaeneas
Neither agree nor diSAZIEE ........ecvivveeeiierceeictceeer ettt
SOMEWNAL AISAGIEE ...t
SroNGLY dISAZIEE ..eevievirieieriiie ettt b

FILOBLIG.PT 8

BRPFOI

BRPFO2

BRPFO3

BRPFO4

BRPFO5

BRPFO6

BRPFO7




DAILY LIVING ACTIVITIES

As a result of illness, people often find that they have to change their routines. For each of the activities
I am going to read to you, please tell me if you do it yourself, or you get some help with it, or whether
someone did it for you even before your illness (PROBE WHEN NECESSARY TO DETERMINE

THAT HELP IS ILLNESS-RELATED).

1. Who does your light housekeeping such as dusting, washing dishes and making beds? Do you do it yourself, BRPDLI
get some help with it, or does someone do it for you?

BT IR LA 1 (o] 1 (AU OO OO PP TP PIOPPPPPPRP PR PIYS 1 (ASK B)

Has help in doing this aCtivity......ocoriivecciinieci e, 2 (ASKA&B)

Someone is doing this activity for patient due to illness.......cocoeeviveeninennininiiiins 3 (ASK A & B)

Other has always done it (not illness-related)...........ccooviiinnninc 4 (ASK A)

NOL AONE .eiivvicrieierreeetr et et e etee st e e s erte st es s resrasaassaessessessasseeasenesssraesnssabseanssessssesonnies 5 (ASK B)

A. Who helps? (CIRCLE ALL THAT APPLY) BRPDLIA
SPOUSE ..veereererirerii ettt bbb s e 1
Caregiver DaUuhEer .. ...t 2
Other DAUGHLET .....ociiiiiieii e s s 3
SOM rtieeerreeteeeeseeeemre et et e b e e sttt st et ea e e ee e e b s Rt a s e a e s AR b SR e et en e 4
Daughter-iN-laW .....ccoviviiiiiiiiic e 5
SON-INAIAW ettt et et e 6
| 230011111 SRR OO OSSO T SO U TSSO POR PO RPN 7
N T3 (=5 SO O SO OU USROS OU PO PP OIP PO RTRPPO 8
Other relative (WHO: D TSRO 9
FIIENA oottt ettt sttt ettt s re et sae st e bbb en e e a e 10
Nurse, health @ide ....ccoveveeeoreiicee et 11
CO-WOTKEI/EMPIOYEE ...ttt eaes 12
TRETAPISE....e ettt 13
SOCTAL WOTKET ...ttt sa bbb sbe s 14
DOoCtOr/PSYCRIALTISE ..c.eoveereeieiiiteictret it e 15
Other (WHO: Yereereeeeeee et e e 16

B. Do you need (more) help? (IF NOT DONE, ASK: IF IT WERE DONE, WOULD YOU NEED BRPDLIB
ANY HELP?)
Y S e tetet oottt ettt b bR e e s a e eb e a s et e e abans 1
13 [ T OO OO O O TP OO P PPN 2

2. Who does your heavy housekeeping such as mopping, vacuuming, laundry or cleaning the bathroom? BRPDL2

Do you do it yourself, do you get some help with it, or does someone do it for you?

DOES I AIOME  .oreiiieiii i 1 (ASK B)
Has help in doing this aCtiVIty......c.ccoviicriiin e s 2 (ASK A & B)-
Someone is doing this activity for patient due to illness........coevverrverncreeeereincecnnn. 3 (ASK A & B)
Other has always done it (not illness-related)...........ccovieveeeeericeienenenncrencrcccnens 4 (ASK A)
NOTAONE ittt ettt st ettt bbb sbe s bese s e be e st e e e eaeecmneebeese i 5 (ASK B)

DAILYLVG.PT 9




A. Who helps? (CIRCLE ALL THAT APPLY)

SPOUSE . cereererierisisererrsr e ettt e 1
Caregiver DaUughter ... 2
Other DaUGNLEL ...ocviviiiiiiete e 3
SOM cteteitterreer et te ettt et ettt bttt e s b et bateea e be st e ke b s s be s ae R sRa e a e e bt et 4
DaUGREr-IM-1aW ...oveiiiiieeii e s 5
SON-I=AW 1evverereierecie ettt e 6
BIOtRET . ettt s eae b s s e as 7
R =1 O OO OO OO PO PO SPPIT PRSP P 8
Other relative (WHO: ) J T 9
FIIENA 11ttt ettt ettt e st et e s r s baabe s 10
NuUrse, health QIde......ooveecerrirecceeee e et s 11
COo-WOTKEr/EMPIOYEE .......ovveiiiiirieicirei ettt b e 12
TRETAPISE . cevverreeciiieei et 13
SOCIAL WOTKET ...ttt sa e en s eae st bs e ass s 14
DOCIOI/PSYCHIALTISE ...cviiiiicicieiee ettt es s s b 15
Other (WHO: ) SOOIV RPPRORON 16
B. Do you need (more) help? (IF NOT DONE, ASK: IF IT WERE DONE, WOULD YOU NEED

ANY HELP?)

Y S . utiuieirreieeir it ee e e et et s s b e st et st e b e e bbb e nae e s baerr e ba e eesRn e e e s ae b nent s e e r e e s bbesares l
N ettt ettt ettt st et a bt sa stk e bR R et e R e b e s e e natees 2

3. Who does your cooking and meal preparation? Do you do it yourself, do you get some help with it,
or does someone do it for you?

DO0ES It AIOME  ..ovveeieeieieere ettt e et s b e e bs e e s a e et eas 1 (ASK B)
Has help in doing this @CtiVILY.......ccoviiimiiiiiiiiccccececereers s 2 (ASKA&B)
Someone is doing this activity for patient due to illness......c.ccccrerevririvniiieirinreninnns 3 (ASK A & B)
Other has always done it (not illness-related) ..........cccvverrieeineicencirnseeeens 4 (ASK A)
INOE ONE .1ttt ettt st st et e b s e s e s s ba e s s et e sa s e s et e s s bnsenes 5 (ASK B)
A. Who helps? (CIRCLE ALL THAT APPLY)

SPOUSE ...ttt e e s s 1

Caregiver DauGhIEr .......cooiiiriicieree st 2

Other DatGhLer....eviieiiriiet et bt ens 3

SO 1ttt ettt s st s Rt a et et ebe st s a e n 4

Daughter-in-1aw ..ot 5

SON-TNAAW ettt 6

BIOthET .ottt 7

S ST ettt a bbb e e e 8

Other relative (WHO: ) RN 9

FIIENA 1ttt et e 10

Nurse, health aide.......coccooeiivnniiii ettt e st aee 11

CO-WOTKEI/EMPIOYEE ...ttt ettt aen e sae e ee e 12

TRETAPIST. ..t iveeiit ittt e s e 13

SOCIAL WOTKET ..ttt ettt ab e e mea e nmeanees 14

DOoCtor/PSYCRIBTISE ..ooviviiiieicccte ettt 15

Other (WHO: ) et 16

DAILYLVG.PT 10

BRPDL2A

BRPDL2B

BRPDL3

BRPDL3A




B. Do you need (more) help? (IF NOT DONE, ASK: IF IT WERE DONE, WOULD YOU NEED
ANY HELP?)

Who does your shopping for clothes and household items? Do you do it yourself, do you get some help
with it, or does someone do it for you?

DOES 1L AIOME .ottt ettt r st st s e e s sra s e n s n et e e b e nnne 1 (ASK B)
Has help in doing this @CtIVILY.....cccoviiirniieirriii et 2 (ASK A & B)
Someone is doing this activity for patient due to illness........cceecevermerrcrniieniinncns 3 (ASK A & B)
Other has always done it (not illness-related) ..........ccoooeiveiiierrrecernnniniiine e, 4 (ASKA)
NOE AOME ettt ettt e e ete et et e ettt esssae e ame s estersoanansenmaneenssnens 5 (ASKB)
A. Who helps? (CIRCLE ALL THAT APPLY)

SPOUSE. .ttt sttt et 1

Caregiver Daughter ... 2

Other Daughter....c.covviiiniiiiee ettt nen 3

SO 1ttt 4

Daughter-iN-law ..ottt 5

SONAN=AW L.t b 6

BIOthET et 7

R 1<) OO SO OO OSSP PTPRPOPORO 8

Other relative (WHO: ) PSR SURRO 9

FIIEIA oottt sttt e et bess e st e b snesabesbesnbeeas e 10

Nurse, health aide ... ..coveeeeiiiiecc ettt s enees 11

CO-WOTKET/EMPIOYEE ...ttt ettt e s 12

TREIAPIST..eevectiiriiitcii ittt sttt e s sr e sa s sa e ns chr e aeas 13

SOCIAl WOTKET.c.eviiiiiiiciiir ettt s 14

DOCLOr/PSYCRIALTIS ...vervenieeenrisiecicestrceee sttt ee s sre e b e neene 15

Other (WHO: Dttt 16
B. Do you need (more) help? (IF NOT DONE, ASK: IF IT WERE DONE, WOULD YOU NEED

ANY HELP?)

Y S ettt et ettt e et ee e beesrs s st s b e s s st 1

IO ettt btttk e e b a et b e as et s 2

Who does your grocery shopping? Do you do it yourself, do you get some help with it, or does
someone do it for you?

DI0ES It AIONE  .oiieeiiieeieiiiecieeeeeret ettt et et e bbb e st a s eran 1 (ASK B)
Has help in doing this @CHVIEY.....c.oreivriiiiiiececc e e es 2 (ASKA&B)
Someone is doing this activity for patient due to ilIness.......ccco.ccoevvrevvvrvieeeerenens 3 (ASK A & B)
Other has always done it (not iliness-related) ............ccoviriviveecerieeeeieeeeeeeens 4 (ASK A)
INOUAONE 1itiieite vttt ettt ss et e e e e e s aerbessesbsensesesssesansnans 5 (ASK B)

DAILYLVG.PT 11

BRPDL3B

BRPDL4

BRPDL4A

BRPDL4B

BRPDLS




A. Who helps? (CIRCLE ALL THAT APPLY)

SPOUSE....euveeiireririist ettt bbbt b 1
Caregiver DAUGNIET ...c.ccouiiiiiiitci e s 2
Other DAUGRLET ....c.cuiiiiiiriiniiii ettt 3
SOM 1ttt ittt ettt ettt e e sa e bt et et b et et et ere et s esbear e e s e e ke era e aaesra e st na s 4
Daughter-IN-1aw ... 5
SON-INLAW ettt ettt s st saa et 6
BIOtHET. ..ttt ettt et 7
SHSET v vuvevesrererereeses ettt st ettt et et et b st sat et bbbt be s es et e ea e et Rt eaesaer e b st e 8
Other relative (WHO: D DSOS 9
FLIBIA ..vcviiiviicriiiti it et er s 10
NUrSE, REalth AIdE .....ocuveeiiiiececc et teae e ere e sane e e saeeee 11
CO-WOTKEI/EMPIOYEE ...ttt r e s 12
TRETAPISE..e.evvereiierii ittt ettt asr e e bene e 13
S0CIAL WOTKET.c..ceeiiciicriiitc ittt 14
DOCLOr/PSYCRIALTISE ..ottt e 15
Other (WHO: ) IO UV 16
B. Do you need (more) help? (IF NOT DONE, ASK: IF IT WERE DONE, WOULD YOU NEED

ANY HELP?)

Y S . itietietese et ee ettt sre ettt e a e nea b ettt s ete b eebeertenbesRaernantebeenee et e neenaea 1
INO etttk et e e st h e s Rt eb et b e e e 2

Do you bathe and shower by yourself or does someone help you?

DO0ES it IONE ..ottt e 1
Has help in doing this @CtiVIty........ccccccvrrivninneirnsiee et 2
Someone is doing this activity for patient due to ilINess........coceecrererrcevercrenererennennce 3
Other has always done it (not illness-related).......c.c.ccoeevveiiuerinnenncrrcneinene, 4
NOE AONE oottt et ettt et ssasas e et st e s s ebeseasencsremnerereeneonens 5
A. Who helps? (CIRCLE ALL THAT APPLY)
SPOUSE.c..etiietiiiiceit et ettt sttt 1
Caregiver DaUZRLEr ........ccccciiriniiiiecceeete et ee s 2
Other Daughter... ..ottt st e e saseaeers 3
SOM ettt et ebs et st e e e st et e st e ete s 4
Daughter-iN=1aw ......c.cooiiiiiiiiccecr e 5
SON-IN-1AW ..ot 6
BIOthEr ..ottt 7
SHSEET vttt ittt ettt ettt r ettt et s st s bt n e ebeeneaes 8
Other relative (WHO: ) TR UUR 9
FRIERA 1ot e 10
NUrse, health QIde ... ..coveivieeiiiie ettt 11
CO-WOTKEI/EMPIOYEE ...t NSRRI 12
TREIAPISE. ..ottt et b ettt be s s 13
S0CIAL WOTKET . c..eiiiiiiiiiii ettt e 14
DOoCtOr/PSYCRIALIISE ...ttt e eae e 15
Other (WHO: ) et 16

DAILYLVG.PT 12

(ASK B)
(ASK A & B)
(ASK A & B)
(ASK A)
(ASK B)

BRPDLSA

BRPDLSB

BRPDL6

BRPDL6A




‘.
.

B. Do you need (more) help? (IF NOT DONE, ASK: IF IT WERE DONE, WOULD YOU NEED
ANY HELP?)

Do you perform any home health care tasks, such as keeping track of medications or changing your
dressings by yourself, do you get some help with this, or does someone do it for you?

DO0ES it @IONE  ...eiieeeiietiiee ettt es et s et nenaen 1 (ASK B)
Has help in doing this @CtIVILY.....cccoviieueiiiiiii et 2 (ASK A & B)
Someone is doing this activity for patient due to ilINess........cocoerervreerereeecerecrrnnnas 3 (ASKA&B)
Other has always done it (not illness-related) ...........ococoovvvverrverereercnre e 4 (ASKA)
INOE AONE... ettt ettt b s na s se et s e ss s s e bbb esas e s nereaes 5 (ASKB)
A. Who helps? (CIRCLE ALL THAT APPLY)

SPOUSE. ..ttt ettt 1

Caregiver DaUGhLEr ........ccoiiiiiiiiiicnn ettt es 2

Other DaUZRLET ....c.coviiiiiiitc ettt et e e nerese e e 3

SOM ottt bbb 4

DaUGhter-IN-1aW .......ccouiiiiiiiiicceinin e ve s ss e ebs st bebeaneas 5

SON-IN-1aW ..o ieverereeesesienensrenesetetes 6

BIOthET ... oottt 7

SHSTET..cecvieintimire sttt bttt bbb eaer e 8

Other relative (WHO: ) F 9

FIBNM ottt 10

Nurse, REaIth @IdE......ccvvciveeiereiieticeececete e et ereasenenres 11

COo-WOTKer/@MPIOYEE ....oocveririiticiet e b e 12

TRETADISE....c.oiiriiietci et 13

S0CIAl WOTKET ..ottt e 14

DOCtOr/PSYCRIAITISE ...ttt 15

Other (WHO: ) et 16
B. Do you need (more) help? (IF NOT DONE, ASK: IF IT WERE DONE, WOULD YOU NEED

ANY HELP?)

Y E5 ittt ettt et ee et a et e ere et e eneeat e beaseereen 1

INO ot e b g sttt e eaes 2

Do you get dressed by yourself, or does someone help you?

DOES I AlONE  ...eceiiiiiicccr ettt 1 (ASK B)
Has help in doing this @CHIVILY......cceeivueiriiriecieteice ettt e 2 (ASK A & B)
Someone is doing this activity for patient due to 11Iness........coevovreeeveroveceeeeeerenans 3 (ASK A & B)
Other has always done it (not illness-related) ..........coovevevvevreeeerereeeeeee e 4 (ASK A)
Not done.....c.coeevveeenneas OO O YO OO OO 5 (ASK B)

DAILYLVG.PT 13
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BRPDL7
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A. Who helps? (CIRCLE ALL THAT APPLY)

SPOUSE. ... evereeetesess et bbb 1

Caregiver DAUGNLET ... 2

Other DAUGRLET ....covvrieimrrteieiieiet et 3

SOM 1oveeeereeuierireresaseeee st eeeeas e b b et bea bbbt h etk h st es et h A e eSS s 4

DAUGRLEr-IN=[aW ...overieiiieicie 5

SOM-IN=JAW ..ttt sttt ettt et re bbb e bt 6

ST 140 1<) SRRSO OO SO SO PO O PP PPPPOPPPPPTPP 7

S 11 1<] TS OUO UOTO O TOTOOTU RO RO T OO RO ORRORPRITOTPUPPIIRPPRRIOR 8

Other relative (WHO: D PO 9

FLIEIA 1evivieveveereeierereie sttt et eat st st sa st e s bbb neassrean s e s et et nane 10

NUrSE, health @IAE ...vovveiiercrercere et 11

CO-WOTKET/EIMIPIOYEE ..ttt eas et bsa s bbb e st 12

TRETAPISE..v.vvveseererecirers ettt s 13

SOCIAL WOTKEE . .eitirieteetiete et sttt te et ereeveese e rs st b s ean e e e snessnesans 14

DOCLOr/PSYCRIALIISE c.ocvoeeinciieiie st 15

Other (WHO: Y s 16
B. Do you need (more) help? (IF NOT DONE, ASK: IF IT WERE DONE, WOULD YOU NEED

ANY HELP?)

Y S et vuiriereesrar et et e e e r et s ekt b stk s kb et ee SRR e AR et 1

[ s YOO PO OO T OO PU SO UO PO SO POR PP TTPPOP 2
Are you able to use the toilet by yourself, or does someone help you?
D0ES 1L AlOMNE  uvvviieieiecireceree ettt s ctr e st e tes e e e te e e e sinaessbeestass s b na e e e rs e s e e s e ttes 1 (ASK B)
Has help in doing this aCHVIEY...c..cooieiimiiieii s 2 (ASKA&B)
Someorie is doing this activity for patient due to {llness.........cocevrecrreiieinencncenenee 3 (ASKA&B)
Other has always done it (not illness-related) ..........cooevcevciiinniinieenceicis 4 (ASKA)
NOE AOME..c.uiievietieerietrrrrrsesee et ee e st e aeste e et ebrasaesaassasseseesbesresss et s obasabe s basssaesbasassaness 5 (ASK B)
A. Who helps? (CIRCLE ALL THAT APPLY)

SPOUSE c.eneetareccier sttt bR s s I

Caregiver DAUGNLET .....coviieeiiieieieieiitct e 2

Other DAUGRLET .....cveiciiiticiicc et s 3

R0 e) « RO OO U U U U SO TR TP OO RO PPRPP 4

Daughter-in-1aw ... 5

SON-IN=JAW .ottt e 6

3 0110 1<) O PP OO PP TR SRR PPO: 7

SISt vt evieeteviereiseraeee st res et et et ekt et st et bt ts st eb et e e s e be et esr b e bR e R e a e bes 8

Other relative (WHO: ) FERT RO UROR 9

FIIENA vttt ettt et et sa e s raese s resaeesas e s b s e b e en s 10

Nurse, health @ide .......coceiviiiinieiiiic e 11

CO-WOTrKer/EMPIOYEE ...ttt sreea s sa bbb 12

Therapist............. Cereret e et eee ekt k ket e Rt s et ene saeer e b sa s e R et s et e s e ene 13

SOCIAL WOTKET .ottt ettt eec st ene e na et 14

DOCtOr/PSYCRIALIISE .eevieiereriicicricertecec ettt 15

Other (WHO: ) J SRS TTURORPRRRON 16

DAILYLVG.PT 14

BRPDLSA

BRPDLSB

BRPDL9Y

BRPDLY9A




B. Do you need (more) help? (IF NOT DONE, ASK: IF IT WERE DONE, WOULD YOU NEED BRPDLIB
ANY HELP?)
Y €5 ettt er et r et et s s s st e b et et e b tentsen 1
INO et b e b et et a s s ss s e b et r e aanaanan 2
10. Do you get in and out of a bed or chair by yourself, or does someone help you? BRPDLI10
D0ES I RIONE .ottt ans 1 (ASK B)
Has help in doing thiS ACtIVILY ....c.oveuiiiiiieieeetcee et 2 (ASKA &B)
Someone is doing this activity for patient due to ilIness........cccovvevereverieecrerireereeennnas 3 (ASK A & B)
Other has always done it (not illness-related) .........ccoovererivireeruerererereereceerirsreeensaenns 4 (ASKA)
NOE OME...coiiiiiiiicrtinr ettt ettt s st s et ess s st esesnebasenssserannas 5 (ASK B)
A. Who helps? (CIRCLE ALL THAT APPLY) BRPDL10A
SPOUSE.....cvinieriririeiiiet ettt ettt ettt ettt st e b b et e s s s sat e bt s ebbens 1
Caregiver DAUGRLEr ..........o.ovviicierie e 2
Other DAaUZRLEL ...cuiuiieieiiiiciit bbb er e 3
SOM ettt n e s s e aer e e nra s 4
Daughter=-iN=1aw ...t st 5
SON-NIAW oottt 6
BIOhET ..ottt 7
SHSTT..viisie ittt et ae bbb ettt s e eee 8
Other relative (WHO: Y e 9
FRENd ..o s 10
NUrse, NEAIth QLA ..cveiveiiceeeiecc ettt e et eee e e eeeeeens 11
Co-WOTKEI/BMPIOYEE .....cvviiiiiicicitieee et er st s nases 12
TRETAPISE.....cvvevtieiriereteti ettt s e a e enes 13
S0Cial WOTKET....ocviuiiiiiiciic ettt bne 14
DOCtor/PSYCRIBITISE ...cucvviviisitict et anses 15
Other (WHO: Yot eerreenree et 16
B. Do you need (more) help? (IF NOT DONE, ASK: IF IT WERE DONE, WOULD YOU NEED BRPDL10OB
ANY HELP?)
Y S ettt n b s bttt ae et n b enseaeenens 1
NO ottt bt s et n et r s natenes 2
11.  When you travel to your medical appointments at the hospital, do you usually go by yourself or does someone BRPDL11
go with you?
DO0ES I AIONE ..ottt ettt ettt et et enereaeenn 1 (ASK B)
Has help in doing this @CtVILY....c.ccovvreiieric ettt 2 (ASK A & B)
Someone is doing this activity for patient due to illness........oeoveveereeereeverrrrereene .3 (ASK A & B)
Other has always done it (not illness-related).........ccccoooovovioccccvrccvicccccececned (ASK A)
INOT AONE. ..ttt ettt et e et st st etee et e s e eeneenean et seeseeeeens b (ASK B)
DAILYLVG.PT 15




A. Who helps? (CIRCLE ALL THAT APPLY)

SPOUSE...ceurreeieresisiiminisieree ettt st 1
Caregiver DAUGILET ...ttt e 2
Other DaUZRLEr ..ottt 3
SOM cvvititeireeeetestebes e et b et em et et et s e et ek e bt ea e st es et esebesba b et s et e e ek s oA e bt st et et rn et e 4
Daughter-in-1aw ...t 5
SONINAJAW Lottt s 6
BIOTHET ...ttt ettt 7
Y11= ST O SO OO O TS TP PO U PO PPPPRR 8
Other relative (WHO: ) ORI 9
FIIENA 1ottt sae e er e sre e b san e sr b e s e s s e raneean 10
Nurse, health @ide ........ooveeeiriiiic e sb s s 11
COo-WOrKer/EMPIOYEE ...co.ceuiiiiieiite ettt et as s 12
TRETAPIST. .t 13
S0CTAL WOTKET .ot e e 14
DOoCtOr/PSYCRIALTIST ...t eree st e er st e s s 15
Other (WHO: ) eeerererere ettt 16

B. Do you need (more) help? (IF NOT DONE, ASK: IF IT WERE DONE, WOULD YOU NEED
'ANY HELP?)

12.  When you travel for other purposes such as work, visiting, or errands, do you usually go by yourself or does

someone go with you?

DOES It AIONE  .ueeiereiieiece ettt st a e s s e 1 (ASK B)
Has help in doing this aCtIVIEY......ovceiiiireeeiriicni et 2 (ASK A & B)
Someone is doing this activity for patient due t0 illness........ccceereermecrerrecsinnnnicnnne. 3 (ASK A & B)
Other has always done it (not illness-related).........c.ccceeverivieecrrriccreicieec 4 (ASK A)
NOEL OME.....vieteerereie sttt ettt et sresb e s e e et sa et eeanee e saetsaesasnebessrbansaeses 5 (ASK B)
A. Who helps? (CIRCLE ALL THAT APPLY)

SPOUSE. ...cviiteritinirri ettt bbb 1

Caregiver Daughter ..ot 2

Other DauGhter ...ttt eas e b sn s enes 3

SOML et r e s b e e s b e s 4

Daughter-in-law ... 5

SON-IN-1AW Lt 6

BrOthET .. eieieecee e e e et s sbtesane s 7

SISO ettt ettt ettt ettt ettt ettt eae e et s eressen s ae e e e e e eeneeeneerenis 8

Other relative (WHO: ) T 9

FIIBNA ..ottt ettt et b et er e se e s eeeraesaneneas 10

Nurse, health aide............ccccoeennin. Tttt r e e ee——— e e et e eabtean e rrnaeeaaeeeaans Il

Co-WOTKEI/EMPIOYEE ..ottt ettt a s e 12

TREIAPIST. vevee ettt ettt et teebe et s e se e s eaean 13

S0CTal WOTKET ..o r e ans 14

DOCtOr/PSYCRIAIIST ..cceviiieiieiiiriieeeie ettt ee e sbe st s ereenesabeerrenns 15

Other (WHO: ) et 16
B. Do you need (more) help? (IF NOT DONE, ASK: IF IT WERE DONE, WOULD YOU NEED

ANY HELP?)

S ittt etee st et ettt ettt ettt e teeat et e eteebeereeabens e s e sn e sbeerneeaae s et et e en e s 1

Nttt ettt ettt bttt et e st e et te e et are b eas e s en e be s r et e b e r e et 2

DAILYLVG.PT 16

BRPDLITA

BRPDLI11B

BRPDLI12

BRPDLI2A

BRPDLI12B



13. Do you fill out forms such as insurance claims, medical forms, and applications for financial benefits yourself,

do you get some help with it or does someone do it for you?

DO0ES It AlONE ..ovvvreececrceii ittt st en e eas 1 (ASK B)
Has help in doing this aCtIVILY ... 2 (ASK A & B)
Someone is doing this activity for patient due to illness........ccccvvevveerrrvecrrreorenrneeenaes 3 (ASK A & B)
Other has always done it (not illness-related) .........c.ocoviiiieienrinicrieeeeecncecieeens 4 (ASK A)
NOE OME ..ottt ettt s s eeete e b s e et et e e neebeseeanene 5 (ASK B)

SPOUSE.c..veeereiiririct sttt ettt sttt et eseee e i bbb sae e 1
Caregiver DaUGNLEr .......cviviiiniiieirirr sttt sre s esnes 2
Other DaUGhIET ....c.ecviiiriiriiiici ettt sas s be s bons 3
SOM ettt bbb s 4
Daughter-In-1aw ... s 5
SOMANELAW Lttt et 6
BIOLHET...titieeeireiereeierecrte et ri ettt st st ses st s e a s ensas b e s esns e b e s neen et eneetens 7
SHSEET i iete et et teeebe et ate et e bbbt b bbbt 8
Other relative (WHO: ) OO 9
FIIENA .ottt ettt et ere bttt e b e s nene 10
Nurse, health @lde .......ccooriiiiie e ens 11
CO-WOTKEI/EMPIOYEE ...cvveveriictiteerieie ettt eb b beneais 12
TREIAPIS..euvevenereeeeeietite ittt sttt sttt s s ese s s s eneer e nenranes 13
SOCTAL WOTKET ..ottt ettt r e e 14
DOCtOr/PSYCRIALTISE .....veuveireeieceeniriste ittt era e era b e eseeaeene 15
Other (WHO: ) e 16
B. Do you need (more) help? (IF NOT DONE, ASK: IF IT WERE DONE, WOULD YOU NEED

ANY HELP?)

Y S ettt ettt bttt e e e e e esreneanene 1
NO .ttt ettt b e e et n s 2

14. Do you handle your banking by yourself; that is, make deposits and withdrawals, pay bills, write checks,
maintain a checking account, or do you get some help with it, or does someone do it for you?

DOES It AOME  ..evveeeeeeiiereetrteeteie ettt ettt ettt et e e ete e ereeneeeas 1 (ASK B)

Has help in doing this aCtiVIty....cceeoevvriieiiiicececce et 2 (ASK A & B)

Someone is doing this activity for patient due to ilINesS........cccevvveveireveereirerrrieenens 3 (ASK A & B)

Other has always done it (not illness-related) ...........ocooveeiveverereeeresi e 4 (ASK A)

NOE AONE....veveriieieeeieeeeeteit ettt et see ettt se st se et esese s eseseebenseseeseseans 5 (ASK B)
DAILYLVG.PT 17

BRPDLI3

BRPDLI3A

BRPDL13B

BRPDL14



s -

A. Who helps? (CIRCLE ALL THAT APPLY)

SPOUSE.....cveereerireiiiitrite e bttt r bt ea s e 1
Caregiver DAUGRLET ..ottt e 2
Other DAUGHLET ...cvcuiiiiiieieieriretcc et s r bbb 3
SOI ettt ettt st bbbttt s s as st s s b s ebana e R R oA e R R et s h et 4
Daughter-in-1aw .......ccocoveiiiiiiiiie s 5
SOM-IN=AW 1.ttt ettt ettt sreae e resra s s seeesabesbssane b e e b an e b s 6
BIOTHET......ccieiee ittt ettt b e ne s aes 7
SISEEE e tvteveevreseeteeteaetes e s e et er et e sttt st e re b e b ebe b e ae g st e ket ene kb h e b s ae s et e e ae b eabes 8
Other relative (WHO: ) TR 9
FLIENA 1.ttt ss b sa s b e be e n b 10
Nurse, health 2ide....c.ccoovvveriieice e Il
Co-WOTKer/EMPLOYEE .....ocveereieeiriicte ettt escss e ere e eas s 12
TRETAPISE. ..ot e 13
SOCIAL WOTKET...c.iiieeiieiieie ettt et senener e saesan e srnebbens 14
DOoCtor/PSYCRIALIISE ..ottt en s 15
Other (WHO: ) e 16
B. Do you need (more) help? (IF NOT DONE, ASK: IF IT WERE DONE, WOULD YOU NEED

ANY HELP?)

Y St etreeeire et bttt e n e n e r e s n e b s e et tes I
INO ettt ettt s e s e st e s b e et e b e e b e e e n s e tn s 2

15. Do you need help or are you getting help in obtaining information about your illness or treatment?

Has N0 NEEA  .eovvi ettt e re s e s s as et 1
Has help in doing this aCtiVity.......c.coouierrnnisirerccrrc e 2 (ASKA&B)
Needs help oo e 3

A. Who helps? (CIRCLE ALL THAT APPLY)

SPOUSE..c..cuiiirittiteti et et e b s 1
Caregiver DAUGNLEE .......coovviiiiiiicicerceirte e teeem e ea st 2
Other DaUGhLEr ......ocoviiiiiiitii ettt 3
SOM ettt a e e e e sae b e aa s s b e saa e 4
Daughter-iN=1aw .......ccocouiiriiiiiiiiicc e, 5
SOM-N-TAW ..ot 6
BIOthEr. .o s 7
SISt ettt e e e e 8
Other relative (WHO: ) e 9
FTIENA ..ot 10
Nurse, health @ide .....c.oocovveiiiiiic e e st saaens 11
CO-WOTKEI/EMPIOYEE .....eoviiiiiitiieisietece et reetest et e see st er e e senne 12
TRETAPIST...couiiiiitiier ettt I3
Social Worker.....coeivineirieicinsiceeeece e et eere et e ntae s 14
DOCtOr/PSYCRIAITISE ..ottt Is5
Other (WHO:_ ) OO ORI 16
B. Do you need (more) help?
Y S ittt ettt ettt et et er e ae e st e e bae e baean b e e h e e be e sanaeees |
N0 ettt et st b e s be st st eb e e s e b e e rees e e ene e neereeaneenees 2
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16. Do you need or are you getting illness-related financial counseling or advice?

Has N0 NEEA oottt es e b s st 1
GEtING COUNSEINE -ueceiririniiriiriie ettt 2 (ASKA&B)
Needs COUNSEUNG ...cvvvvereririiiiitircie ettt et 3
A. Who helps? (CIRCLE ALL THAT APPLY)
SPOUSE...cecvieririrreten e ettt a b 1
Caregiver DAUGHLET ......c.ovieiiiiiiiiiiic et s 2
Other DAUBRLET ..ottt s s 3
SOM cuiveeteteteret ettt ettt sttt ettt r bbb d bbb e a e R e n Rt 4
DaUGHEr-IN-1aW ..ccceceiceieiieerrce ettt 5
SON-IN-JAW .ttt e 6
|23 (011113 RSO STS YO U OO RRRU PP FPPPIIPI 7
R (1] OO PO O O OO OSSO PP PUTTTOP IO 8
Other relative (WHO: D ST 9
FRIENA ..ottt s 10
Nurse, health @Ide .....covivieiiiiiiiic et 11
Co-WOrKer/eMPIOYEE ....ovvviriiiiii et 12
THETAPISE.c.ceceencriiiiiet et 13
SOCIAl WOTKET ....eieeerererieeseeectin ettt b s sn s e 14
DOoCtor/PSYCRIALTISE ....cvvcviiiiiiicit et bt 15
Other (WHO: ) terereerere et 16
B. Do you need (more) help?
D = TP T OO U PSSP UUP RPN VPP 1
IO ettt ettt ettt e b a et et a R e e s ae st bt st en b e s b e s e R e R b e s et et s 2
.7. Do you need or are you getting illness-related legal counseling or advice such as power of attorney?
Has N0 NEEA .ottt ettt bbb s eae e eas s nar s 1
Getting COUNSEIING ..c.voviviriiiiiiiiiicrcn e st 2 (ASK A & B)
Needs COUNSEING c.vvevvreiiiiiiiiiic ettt r e sttt 3
A. Who helps? (CIRCLE ALL THAT APPLY)
SPOUSE. .ttt e 1
Caregiver DauGher ..o 2
Other DAUZILEE ....ceeuieerietirieir ettt sae e see st et anabess s s eanaeas 3
SO etttk s et 4
Daughter-IN-1aw ...t 5
SONNA1AW .ttt s 6
BIOthEr...eceieeiiiie e 7
SISTET vttt ettt et bbbttt e n et b et r et er e s er s e ae s 8
Other relative (WHO: Y e 9
FIIENA ...vcvvveireieeie sttt .10
Nurse, health @Ide ......cocevviviiiieicc e 11
CO-WOTKETI/EMPLIOYEE ...c.eevminiiiiiieieietee ettt 12
TRETAPIST ettt ettt st a e 13
S0CIAL WOTKET...coreiireiiiteiitce et s 14
DOCtOr/PSYCHIALIISE ...ttt saene e 15
Other (WHO: ) IO OTUUUISOTUO PRI 16
B. Do you need (more) help?
D PO TP DT PUO OO PRPRPPRPPTRP 1
N0 1ttt ea bt a e b e a e e s 2
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(V)

ILLNESS PREDICTABILITY

I usually know when I am going to have a good or bad day. Do you. ..

SEIONGLY ABICE ....iteeiiececieie ettt e et 5
SOMEWRAL ATEE ...c.viuiieirieirieriireiecieeeee et saesae bbbt ettt 4
Neither agree NOr diSAZIEE .......ovveivvieiricreeeorrieie it 3
SOMEWNAL ISAGIEE ....oveviereiiiiiteece ettt 2
Strongly dISAZIEE .....c.ocviviuiiriiirictc et 1

It is clear to me when my illness is getting better or worse. Do you. ..

SEEONGLY ABIEC ...cviiiiititiircete ettt rae st e 5
SOMEWNAL AZTEE.......iiiieieiirtcieireteie et etereesae e b ettt st et n b enre s n b st sas 4
Neither agree HOr dISAZTEE .....cuvvrvvcurveureiircicicsis et 3
SOMEWNAL QISAZIEE ...ecvvevriiririrreeiereieise ettt et b b s e s rb e s b ease b bt ne 2
Srongly dISAZIEE «....cueuiiierereeerreireriretis s 1
[ can generally predict the course of my illness. Do you. ..
SEEONGLY BT ..c.ervieerriirereeietiirriraee et reae et ss bt b st sttt bttt enes 5
SOMEWNAL AETEE.....eecveeireiiieeerterirrete ettt et sttt st 4
Neither agree NOr diSAZIEE ......cc.evuerrevrereririiiiire e 3
SOMEWNAL AISAZIEE ...eovviririiiieiereeirrr ettt ettt cnes 2
SIONELY ISAZTEE ...eeeireririerieririceeieiere e ersbeien stttk 1
My physical distress is predictable. Do you. ..
SEONGLY AT ..ottt et s 5
SOMEWNAL AETEE ...c.veiuiiiiiriietieeiire s st sbeve st st b et s e srt b e s st e an e ssaae s absnabaens 4
Neither agree nor disagree .........cocceeuevenens reverateberetesere et et ettt he s b e st b e s 3
SOMEWNAL AISAZTEE ....oueeveriririireeeeerie ettt et 2
Strongly diSagree .......covceeveeeieeeecrvrcenenne terereteteat e et ateerte e e ete st et ettt et eseenenren 1

ILLNESS CONTROL

How much personal control do you think you have over the amount of fatigue you experience from
day to day? Would you say you have . ..

IO COMITOLati ittt ettt ettt e etbeeae s e reesse st e e sressee s smaes st e s san e e saaseesbessnnrerassrees 5
Very Little CONIOL ..ottt 4
A moderate amount of CONLIOL...........oveeeiiriiirieenier e 3
Quite @ bit Of CONMTOL.....cviiiieiirrrce s 2
An extreme amount 0f COMIIOL..........ovviiiiiirie et 1
DOES NOT APPLY oottt e ese et sttt s 8

How much personal control do you think you have over the amount of discomfort you experience from

day to day? Would you say you have. . .

IO COMETOL 1ttt ettt ertr e e e ettt e e e e eeaeaaeasassaeseasesenssenaaeneessensnaans 5
Very Little COMIIOL..cuiiiiieiiii ettt 4
A moderate amount 0f CONTIOL .. c.uviuviriieiei ettt s reee e e esssaeeeeranes 3
Quite @ bit Of CONMTOL......ecueviiiiiciriecir et 2
An extreme amount Of CONIOL . .c.uviiiiiiiiiieicrer ettt |
DOES NOT APPLY oottt ettt et e sben e ssesantn s 8
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7. + - How much personal control do you think you have over the amount of immobility you experience
from day to day? Would you say you have. . .

O CONLIOL ittt e 5
Very Lttle CONIOL.. oo 4
A moderate amount 0f CONIOL ........cvvuiiriiiirereciieie e 3
Quite @ bit Of CONMIOL....oiviiiicieiee e 2
An extreme amount of CONTOL .......ooiiieieviencni e 1
DOES NOT APPLY .ottt sescseses s 8
8. How much personal control do you think you have over the amount of pain you experience from

day to day? Would you say you have. . .

O CONLIOL .ttt st bbb s 5
Very lttle COMIOL ..o e 4
A moderate amount of CONLIOL........ccuiiiieiiirerreec s, 3
Quite @ Bit Of CONMMTOL..uuivieeeieiiieeieeee s 2
An extreme amount 0f CONTOl......oviiiiiiceiecici e 1
DOES NOT APPLY ottt et sttt 8
9. How much personal control do you believe you have over the long-term course of your illness,

(that is, whether it will improve or at least not worsen in the future)? Would you say you have. . .

INO COMTOL o atrietteeiecit ettt ettt e e s et e s sbe e s ae b reenses s s s e anaesbesebsaebesaresnaees 5
Very little CONLIOL . .ottt s 4
A moderate amount 0f COMITOL....o.uioviiiieie et cbe e s 3
Quite @ bit OF CONIOL..c..cuiiuiieiiiriieie e 2
An extreme amount 0F CONTOL ......ocviviiiveiiiiriieree et 1
DOES NOT APPLY .ttt eet e tevesteteears s st embesraes e sansaibossseatossssaaenane 8

10. How much personal control do you think you have over the medical care and treatment of your
illness? Would you say you have. . .

NO CODITOL ..ottt sttt ebs st s ettt 5
Very little CONTOl....ccoueeiiiiieiieeesee et 4
A moderate amount 0f COMMTOL ......cooeuriecurirrcereeieritie e 3.
Quite @ bit Of CONITOL. .viiiiiiiee et 2
An extreme amount 0f CONTOL.........cocvoiiiieiireereece e, 1
DOES NOT APPLY .ottt s st 8
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. CES-D SCALE

[ will now read you a list of the ways you might have felt or behaved during the past week. As I read
each statement, please tell me the category which best describes how often you have felt this way

luring the past week.

Rarely Or
None Of Some Or Occasionally Most Or
The Time A Little of Or A Moderate All Of
(Less Than The Time Amount of Time The Time
1 Day) (1-2 Days) (3-4 Days) (5-7 Days)
During the past week:
1. I was bothered by things
that usually don't bother me.
Would you say you felt this
way. . . 1 2 3 4
2. I did not feel like eating;
my appetite was poor 1 2 3 4
3. [ felt that I could not shake
off the blues even with help
from my friends or family 1 2 3 4
4. I felt that I was just
as good as other people 4 3 2 1
5. I had trouble keeping my mind
on what I was doing 1 2 3 4
’ I felt depressed 1 2 3 4
7. I felt that everything I did
was an effort 1 2 3 4
8. I felt hopeful about
the future 4 3 2 1
9. I thought my life had
been a failure 1 2 3 4
10. I felt fearful 1 2 3 4
11. My sleep was restless 1 2 3 4
12. T was happy 4 3 2 1
13. Italked less than usual I 2 3 4
14.  Ifelt lonely _ 1 2 3 4
15.  People were unfriendly 1 2 3 4
16.  Ienjoyed life 4 3 2 1
17.  Ihad crying spells 1 2 3 4
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18. I feltsad

19. I felt that people disliked me

20. I could not get "going"

21.  Ifeltalone or cut off from
other people

CES-D.PT

Rarely Or
None Of

The Time

(Less Than

| Day)

Some Or
A Little of
The Time
(1-2 Days)

(38

23

Occasionally Most Or
Or A Moderate All Of
Amount of Time The Time
(3-4 Days) (5-7 Days)
3 4
3 4
3 4
3 4
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STATE-TRAIT ANXIETY (MODIFIED - STATE ONLY)

"am going to read you a number of statements which people have used to describe themselves.

As I read each statement, please give me the answer which seems to describe how you feel right now.

Not at
All

1. I feel calm. Would you say

this describes how you feel. . . 1
2. [ feel secure 1
3. lamtense ' 1
4. I feel strained l
5. [ feel at ease 1
6. I feel upset 1
7. I am presently worrying

over possible misfortunes 1
8. I feel satisfied 1
9. I feel frightened 1
.0.  Ifeel comfortable 1
I1.  Ifeel self-confident 1
12. I feel nervous 1
13. I feeljittery l
14.  Ifeel indecisive 1
15.  Ifeel relaxed 1
16. I feel content 1
17. I feel worried 1
18. ) I feel confused » 1
19. I feel steady 1
20. I feel pleasant | 1

STATRAIT.PT
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Very
Much So
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Thank you for your cooperation. s there anything else you'd like to comment on that we
have not covered in this interview?

TIME ENDED:

/ a.m./p.m
hour minutes
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INTERVIEWER REMARKS

Did respondent experience or exhibit emotional or psychological problems during the interview?

Y oo eeeeeeeees st 1 (ANSWER A)

A. What was the problem?

Were there any other problems during the interview?

Y5 1orierirreeeierenrietesre ettt sttt st e a e e b e bessaeat e e s e b e h e e b e n e et e nateat 1 (ANSWER A)

A. What was the problem?

Was interview conducted in English or Spanish?

ERZHSH oo 1 (ANSWER A)
SPANISH .ot s 2
A. How much trouble does respondent have understanding English?
NOME ..ttt ettt et eesesstessae s snn e sa s e nnaesassaneas 1
SOIMIE ..eeteeeiesreeeeitete sttt cer et et seesee st e sueeaenessesebas st e saes b s s bs et nanenenas 2
A great deal ..o 3

Regardless of whether or not interview was completed in one session, did the respondent want to
terminate interview before interview was finished?

Y S ittt ettt sttt sbe e e e b e e s s b e e e e et b n 1 (ANSWER A)

A At what points and why?

Did respondent need to complete interview over two or more sessions?

YES et 1 (ANSWER A)
NO ittt e e 2
A. Reasons given for needing to break up interview
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6. - Date interview started: BRPR6MO
BRPR6DA
/ / BRPR6YR
(mo) (da) (yr)
7. Date interview completed:
BRPR7TMO
SR S S BRPR7DA
(mo) (da) (yr) BRPR7YR
8. Number of interviewing sessions needed to complete interview:
BRPR8
OMNE ettt sear e e 1
TWO et e et e s e s 2
TRIEE ettt s sas s a e 3
FOUD ettt sa s e e s s 4
9. Name and ID of interviewer:
BRPRY
NAME LD.
10. Total time spent interviewing:
BRPR10
/
hours minutes
11. Proxy questionnaire was answered by: BRPRI11
Caregiving Daughter ...t 1
Patient’s SPOUSE ....cveivueiiviiiciiiririis s asese e s ssnens 2
Other Daughter of Patient..........ccoererenerrceecincnininiensenssensnns 3
Patient’s SOM...ccueveevienrinreniisiietistisessereeteesestesessseesesssnensessesssessesnans 4
OtherRelative (Specify )t errerrerreneensreeneenreanenneseesnes 5
NOT APPLICABLE; Patient completed
questionnaire herself ... 8

Interviewer Comments and observations not otherwise specified:
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Time Started

CODED am/pm
ENTERED Time Ended
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VERIFIED

Aging Families and Breast Cancer:
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TIME BEGUN:

/ a.m./p.m.

DATOS DE ANTECEDENTES
(BACKGROUND QUESTIONS)
1. ¢ Cuadl es su fecha de nacimiento?
/ /
(mes) (dia) (afio)

2. ¢,Cual es el grado mas alto de instruccion escolar que usted ha completado?
Octavo grado 0 MENOS ....c.viviviiieeriniecr et sse ettt 1
Algunos aftos de SCUEA SUPETIOT.....c..ccviurieiirmsersesrees e e 2
Graduado de escuela superior o recipiente de diploma de equivalencia
ZENETAl (GED) oviuiieiiiieicc ettt 3
Algunos afios de COIBZIO ....ouruvurrerriririereree ettt 4
Grado aS0Ciad0 oot 5
Escuela vocacional 0 t8CNICO ......cvvviieririrircccececesree e s 6
Grado universitario (bachillerato)...........cocueeeieieceeeeeieieccreeecreee e 7
Algunos afios de escuela graduada ............ccoveriiiveisereere e 8
Diploma licenciado 0 profesional ...........ccoueccveimiceericveiee v 9

3. ¢,Cémo se describe usted? ¢Dirfa usted que es...

BIANCA oot et st 1
Negra 0 AffOAMEIICANA. ......cocveiicriniiteee e eeeae s er et r et 2
Asiatica 0 ISIEOPACITICA.....c.cvorierrreeirceic et e 3
De raza indigena-americana 0 alasqUefia................cccevurvevererereverererreseseneeeenenns 4
Otra (ESPECIFIQUE)____ e eeeeeeresnaeenes 5
A. ¢Es usted de descendencia Hispénica?
Stk 1
NO ettt bbbt 2
B. (Se considera usted...
PUETTOITIQUETA ......ovveieiiiirtrc e 1
DOMINICANG ...t 2
CUDANA ... 3
Mejicana............. e e bR e e e e 4
ECUBLOTIANA ..ot et 5
Colombiana .......ccieiiciiee s 6
ESpafiol 0 BUFOPEO ....cocvirueeiririei ettt 7
De otra nacionalidad (ESPECIFIQUE)____ ... 10

DEMOGRAF.PT
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Actualmente, ¢esta usted empleado, desempleado, recibiendo beneficios por incapacidad, fuera de

su trabajo por enfermedad u otra cosa?

EMPIEadO ..o 1 (PREGUNTE A)
Recibiendo beneficios por incapacidad.............cocovevevevevireiveerieeeeeerceecee e, 2 (PREGUNTE C)
Afuera de su trabajo por enfermedad................c.ocooeviveiieiniieie e, 3 (PREGUNTE C)
Desempleado, despedido o buscando trabajo ............ccoeececevereieeircneereseceene 4 (PREGUNTE B)
JUDHIAAO <ot 5 (PREGUNTE C)
Estudiando y 0o trabajando.........c.ccoevmeiiiereiiecesis e eresne 6 (PREGUNTE B)
AMA A€ CASA...eiviiiiiiiiietiii et et et 7 (PREGUNTE B)
Otra (ESPECIFIQUE)______ e e e sssesesssesena 8 (PREGUNTE B)
A (ST EMPLEADO): ;Cudntas horas trabaja por semana?

num. de horas (Si menos de 35 horas, pase a la D. Si 35 o0 mds, pase a la Preg. 5.)

¢Ha tenido alguna vez un trabajo que durara seis meses 0 mas?

NO ettt et b e sk 2 (Pase a la Preg. 8.)

¢En qué mes y afio trabajo usted por tltima vez?

/
(mes) (afio)

(STITRABAJA TIEMPO PARCIAL O NO TRABAJA): (;Trabaja usted tiempo parcial o no
trabaja) debido a su enfermedad?

5. ¢Qué tipo de trabajo (hace/hizo) usted? Es decir, ¢qué titulo (tiene/tenia) en su trabajo? (INDAGUE SI ES
NECESARIO.) (Qué (hace/hacia) en su trabajo? ;Cudles (son/fueron) sus responsabilidades principales?

Ocupacién:

Titulo:

Responsabilidades:

¢Qué clase de compafiia o industria es esa? ¢Qué hacen en el lugar dénde usted (trabaja/trabajo)?

6. ¢ Es/fue usted empleado en su propio negocio o préactica, o trabaja/trabajé sin sueldo en un negocio familiar
(en su trabajo principal)?

DEMOGRAF.PT

Si, empleado por S MiSMA.....cc.ccciviviiviiviiiiececeeeeee e 1
No, trabaja/trabajé para otra persona.............coeeveverererevereesesierieessesnenas 2
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7. ¢Cudl fue o cual es su salario bruto anual? Le voy a leer una lista de cantidades de ingreso.
Le pido que me indique cuando me acerque a la categoria que incluya su ingreso.

85,000 0 MENOS. ...ttt ettt s ee st e e b e saas e e 1
$5,001 @B10,000 ..cciiiiiiiiiicccc et 2
$10,00T @815,000 ..ot 3
S15,001 @820,000 ..cmiiieiiiieceete et 4
$20,001 @ 525,000 ...ovieiiiiieiiieeece e 5
$25,001 2 830,000 ... 6
$30,001 @ 540,000 .....ooviiiiriiiiieee et 7
$40,001 @ 550,000 ...ceviriiiieeeeeeeeee et 8
850,001 @ 860,000 .....ovvieicriieeeercrcecir et 9
560,001 @ 870,000 ...ttt s 10
570,001 @ 880,000 ....oeeiereirieeect s 11
$80,001 @ 590,000 ..cniiiiiiriiienree s 12
$90,001 @ F100,000 ...ccoovieiiiiieiecceee ettt 13
B100,001 0 MAS...iiriiiiiiieeeeeie et eenerenereeeree e ereeens 14
NO SADE ..ot 97  (PREGUNTE A)
ReNusa reSPONET ........cvevieccieieieeit ettt 99  (PREGUNTE A)

A ¢ Me puede decir si fue...

Menos de $25,000 a6 8710, O..ceevereerveeereiereer oo eereveereereeeseresssessessons 1
Mas de $25,000 @l @107 .....cueruiirieiiceeeee e 2
NO SABE; REHUSO ......ooooviiiiceeeeeeee et 3
8. ¢,Cudl es su estado civil?
CASAAA ...ttt ettt r et ees 1 (PREGUNTE A)
(SIEXPRESADO POR EL ENTREVISTADO):
ViIVIENAO COM SU PATEJA ...viemierereeiuieiieisieeeese st eeeeenetesesesestesesseeeene 2 (PREGUNTE A)
DAVOICIAAA ...t s 3
SEPATAdA ...t e 4
Enviudada.....oooiiiiice b 5
Soltera/NUNCa CaSada ......cocovemmieiritiiieeeeeeeee e eree e 6

A. (Cuénto tiempo hace que esta casada/viviendo con su pareja?

nim. de afios

9. ¢Cuantos hijos tiene usted?

num. de hijos

DEMOGRAF.PT 3
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Me puede decir, por favor, ;quién vive con usted en su hogar? (PREGUNTE DEL A AL C PARA CADA

PERSONA EN EL HOGAR.) (ST HA CAMBIADO LA COMPOSICION DEL HOGAR DE LO
USUAL, CODIFIQUE DE ACUERDO A LA COMPOSICION EN EL ULTIMO MES.) INDAGUE:

(Alguien mas?

A. (Cudl es el parentesco B. Sexo C. (Qué
Entre usted y ..... Varéon Hembra edad tiene?

Persona | 1 2 -
Persona 2 _ 1 2 -
Persona 3 1 2 -
Persona 4 1 2 —_—
Persona 5 1 2 -
Persona 6 1 2 —_——
Persona 7 1 2 -
Persona 8 1 2 -—

Incluyéndose a usted, el nimero total de
personas que viven en su hogar es:
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RED DE RELACIONES (ABREVIADQ)

(NETWORK OF RELATIONSHIPS -- ABBREVIATED)

Nos interesa saber como la enfermedad cambia las relaciones. En la siguiente serie de preguntas, deseamos saber
como ha sido la relacion con su hija desde su diagndstico y como fue antes de su diagndstico.

De Ningtin
Modo o Extrema- Lo
Poquito Un poco Mucha demente Maiaximo DNA

1. ¢(Cuanto se enojan usted

y su hija una con la otra...

a. desde su diagndstico? 1 2 3 4 5 8

b. antes del diagnostico? 1 2 3 4 5 8
2. ¢Cudn satisfecha estd

usted con la relacién entre

usted y su hija...

a. desde su diagndstico? 1 2 3 4 5 8

b. antes del diagnéstico? 1 2 3 4 5 8
3. (Hasta qué punto le cuenta

usted todo a su hija...

a. desde su diagnostico? 1 2 3 4 5 8

b. antes del diagndstico? 1 2 3 4 S 8
4, ¢(Cuénto le ayuda usted hacer

cosas a su hija qué ella no

puede hacer por s{ misma...

a. desde su diagndstico? 1 2 3 4 5 8

b. antes del diagnéstico? 1 2 3 4 5 8
5. ¢ Cuénto le trata su hija

a usted con admiracién y

respeto...

a. desde su diagnostico? . 1 2 3 4 S 8

b. antes del diagnéstico? 1 2 3 4 S 8
6. ¢(Cuanto difieren de opinién

usted y su hija...

a. desde su diagndstico? 1 2 3 4 5 8

b. antes del diagndstico? 1 2 3 4 5 8
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1.

12.

(Cudn feliz estd usted con
la manera en qué son las
cosas entre usted y su hija...
a. desde su diagnéstico?

b. antes del diagnéstico?
¢Cudnto comparte usted sus
secretos y sentimientos
privados con su hija...

a. desde su diagnostico?

b. antes del diagnéstico?

(Cuanto protege y vela usted
por su hija...

a. desde su diagndstico?
b. antes del diagnéstico?
¢(Hasta qué punto le trata
su hija a usted como una
personal habil...

a. desde su diagnéstico?

b. antes del diagnéstico?

(Cudnto discuten usted y su
hija...

a. desde su diagnéstico?
b. antes del diagnéstico?

¢ Cuén buena es su relacion
con su hija...

a. desde su diagnéstico?
b. antes del diagnéstico?
¢(Cuénto habla con su hija
sobre asuntos que no desea
que otros sepan...

a. desde su diagnostico?

b. antes del diagnostico?

NTWRKREL.PT

De Ningiin
Modo o
Poquito

Extrema- Lo
Un poco Mucha demente Maiximo DNA
2 3 4 5 8
2 3 4 5 8
2 3 4 5 8
2 3 4 5 8
2 3 4 5 8
2 3 4 5 8
2 3 4 5 8
2 3 4 5 8
2 3 4 5 8
2 3 4 5 8
2 3 4 5 8
2 3 4 5 8
2 3 4 5 8
2 3 4 5 8
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14.

15.

16. ;Cudn apegada es su relacién

17.

18.

19.

¢(Cudnto cuida usted de
su hija...

a. desde su diagnéstico?
b. antes del diagndstico?
{Cuanto le gusta o aprueba
su hija de las cosas qué
usted hace...

a. desde su diagnéstico?

b. antes del diagndstico?

con su hija...
a. desde su diagndstico?

b. antes del diagnéstico?

Entre usted y su hija,
;quién le dice a la otra

lo que debe hacer con mas
frecuencia. ..

a. desde su diagnostico?
b. antes del diagndstico?

Entre usted y su hija,
;cudl de las dos tiende

a ser la jefa en la relacion...

a. desde su diagndstico?
b. antes del diagnostico?
En su relacién con su hija,
¢quién tiende a asumir el
mando y decidir lo que se
debe hacer...

a. desde su diagnéstico?

b. antes del diagnostico?

NTWRKREL.PT

De Ningiin

Modo o Extrema- Lo
Poquito Un poco Mucha demente Maiximo DNA
1 2 3 4 5 8
1 2 3 4 5 8
1 2 3 4 5 8
1 2 3 4 5 8
1 2 3 4 5 8
1 2 3 4 5 8
Casi
Hija casi Hija hace Casi Yo hago siempre
siempre hace a menudo lo mismo a menudo hagoyvo DNA
I 2 3 4 5 8
1 2 3 4 5 8
1 2 3 4 5 8
1 2 3 4 5 8
1 2 3 4 5 8
1 2 3 4 5 8
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; OBLIGACION FILIAL

En esta siguiente serie de declaraciones le voy a hacer preguntas acerca de sus opiniones con respecto a la
ayuda en el hogar.

1. Los hijos casados deben de vivir cerca de sus padres para proveer cuidado. ¢Esté usted...

Fuertemente de aCUBTAO .....c.ccvcvivieiieiviiieceiee ettt st et eese s et eeenene s 5
Un pOCO A€ ACUETAOD ....cecvverieteiiiecrese ettt s et aeae ettt 4
Ni de acuerdo ni en deSACUETAO .........c.cvevveeeriivieireiriier et 3
Un poco €n desacuerdo.....c.ouereeveviverieeeeeceieceeecviene oo Bttt eeeeserseneans 2
Fuertemente en deSACUETAO.............ecivvereeireereeisise ettt sesetesreesterestseseeeeseseneeseens 1

2. Los padres no deben de contar con que sus hijos le hagan tareas. ;Estd usted...

Fuertemente de aCUETAO .......oveuiuiucuivireriicet ettt 5
Un POCO d€ ACUETAO ...ttt ettt nens 4
Ni de acuerdo ni en deSaCUETO ............ovevvieveiicrcr et see s 3
UN pOCO €N dESACUETAD .....cvvureerririecierce et e eseses s b e seeseeeen 2
Fuertemente €n deSACUETAO.........cocuivivevieeiececer ettt 1

3. Los padres deben de contar con que sus hijos adultos les ayuden. ;Esta usted...

Fuertemente de @CUETAO ........uouicvieieeiceceiceceieceee ettt s e enee e 5
Un POCO € ACUETAO ......vrreiereit e resses st bt senss s 4
Ni de acuerdo ni €n deSACUETAOD ..........ccoviviverieceeecieeceeeee et et es 3
Un poco €N deSACUETAOD .....cuveerereeretce et ea ettt ser i 2
Fuertemente en deSACUETAO.........cucveieireeieeeiriieeeie et et ese st ese e seaens 1

4. Es el deber de un(a) hijo(a) ayudar a sus padres. ;Est4 usted...

Fuertemente de @CUEIAO ......evuiiviueeeeeeereeeeeee et eeeeee e seeee e tene e see st eteae et evenaeans 5
Un poco de aCUETAO ......cviiiiiiieie ettt s 4
Ni de acuerdo ni en deSACUETAD .......c...oveeeeeieieeeeeeee et eeere e s e e s s e e seesen 3
Un poco €n deSACUETAO ........euuiimueriiraetettisieeeese e eeesae sttt nnnasenassesens 2
Fuertemente en deSACUETAOD..........coieeriecereeeeeereeetee e eeer e s estseresseaesaeseeeesaeeeenenen 1

5. . Es preferible pagarle a un profesional para que ayude a proveer cuidado. ;Esté usted...

Fuertemente de @CUETAO ......eueuieieececeeeeeeeceetes ettt ner e eee e 5
Un poco d€ ACUETAO .......coiivirieiiecieciettc ettt b ettt es s 4
Ni de acuerdo ni en deSACULTAO ..........c.ouevevireresceeeee ettt e n e s 3
Un poco €N deSACUETAO .....evireviirieiisieeescecseeeeesees et evsts e es ettt 2
Fuertemente €n deSACUBTAOD............coviviviveceiiceierceee ettt e 1

6.  Pagar por ayuda profesional significa que un pariente no esta tomando responsabilidad. ;Est4 usted...

Fuertemente de aCUETAO .........c.ouiieiceiieitcceee ettt 5
- Un poco de acuerdo ......... et ettt s ettt e R b A e ket ben e Re e beer e eat s e eneene 4
Nide acuerdo ni en deSACUETAO ..........vcveevvercireeeeeeeeee et e eee et renenenas 3
Un pOCO €N deSACULTAD .....cucueviiieiericcieie ettt 2
FUertemente €n deSACUETAO . ..........v..vveooveroeeoee s es s es s e sesesessees s es e ]

7. Es mejor dejar un trabajo para proveer cuidado que pagarle a un profesional. ;Esta usted...

Fuertemente de QCUETAO .....c.ivveiivieiiieice ettt et s e e e eeeeens 5
Un poco de @CUETAO .....cvviiiineceieniire ettt s 4
Ni de acuerdo ni en desacuerdo ........ovecvvveeverveeeeiicee ettt 3
Un pOCO €N dESACUETUO ..vevvctieieiearieisis st en s sese bbb et s 2
Fuertemente en deSaCUETO......covvvouiiiririciiic ettt ev et eb et 1
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ACTIVIDADES COTIDIANAS

Como resultado de una enfermedad, las personas frecuentemente tienen que cambiar sus rutinas. Para cada de las
actividades que le voy a leer, por favor digame si usted la lleva a cabo por si misma(0), si usted obtiene ayuda con
la actividad o si alguien le hacia esto aun antes de su enfermedad. (INDAGUE CUANDO SEA NECESARIO
PARA DETERMINAR SI LA AYUDA RECIBIDA ESTA RELACIONADA CON LA ENFERMEDAD.)

1. ¢Quién le hace sus quehaceres domésticos leves tales como sacar el polvo, lavar los platos y vestir las camas?
¢Hace esto por si misma, obtiene ayuda para hacer estas cosas o se las hace alguien por usted?

Las hace por SI MISMAa.....cccocoiviiiiiiiiiiice ettt 1 (PREGUNTE B)
OBHENE AYUAA «.veeviniiriiiiteiri ettt 2 (PREGUNTE A & B)
Alguien le hace estas cosas debido a enfermedad..............cccoevvvcivvvsincice e, 3  (PREGUNTE A & B)
Otra persona siempre ha hecho estas cosas (no porque el enfermedad)....................... 4  (PREGUNTE A)
NO S& hACEN E51AS COSAS..ovimieiiiiiiiririiirrin sttt s re bt s 5 (PREGUNTE B)

A.;Quién le ayuda? (HAGA UN CIRCULO ALREDEDOR DE TODOS LOS QUE APLIQUEN.)

ESPOSO .o tvitictiiiiiiieie ittt bbbt ns 1
Hija quien provee cuidado...........cccovivieiniievicecciees e 2
OTa Nija. et 3
HIJOu oottt st 4
NUETA .ottt et b et et er e s e eb et st 5
YOIMIO .ottt ettt ettt bt r e bt s r b r et st aens 6
HEIMANO ...ttt ettt 7
HEIMANA ..ot n e et 8
Otro pariente (ESPECIFIQUE: ) RO 9
AMIZA(0) vttt ettt ettt eee 10
Enfermera o asistente de salud ..., 11
Compafiera(o) de trabajo/empleado ...........ccceevvecvveeveiiveiiecveecceeee e 12
TIAPISLA. ...vviriiiitiriiii ettt ettt e enns 13
Trabajador(a) SOCIAL.......eirereirriiere ettt 14
MEdICO/PSIQUIALTA. ...vveviecii ettt et e 15
Otra persona (ESPECIFIQUE: ) PSS 16

B. ¢Necesita (mas) ayuda? (Si activadades no hechas, preguntar: ;si fuera hecho, necesitara alguna ayuda?)

2. ¢{Quién le hace sus quehaceres domésticos pesados tales como limpiar los pisos, pasar la aspiradora,

lavar la ropa o limpiar el cuarto de bafio? ;Hace esto por si misma, obtiene ayuda para hacer estas
cosas o se las hace alguien por usted?

Las hace por ${ MiSMa........cooiiiiniceiriiiesce e 1 (PREGUNTE B)-
ODLIENE AYUAA ...ttt ettt sttt eeseenonene 2 (PREGUNTE A & B)
Alguien le hace estas cosas debido a enfermedad.............coovveveeeeecireeeee e, 3 (PREGUNTE A & B)
Otra persona siempre ha hecho estas cosas (no porque el enfermedad)............cc......... 4 (PREGUNTE A)
NO S€ NACEN ESTAS COSAS...vuviriemrirriirieeetitete ettt s e st e e eeeeseeeesesseseemeeeseeneseene N (PREGUNTE B)
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A, (Quién le ayuda? (HAGA UN CIRCULO ALREDEDOR DE TODOS LOS QUE APLIQUEN.)

ESPOSO....iiiiiiiicie bt e l

Hija quien provee cuidado.......ccoiviiiecicnnninicss e scaienns 2

Ot Rija..cvevciireinieiei ettt 3

HIJOu ot 4

INUETA ...ttt et ae et st eaeeeses s ts s s e tesbesarebestesnens 5

YITIOcviiiritiri b sttt ettt et b s b r e s b e s s e b e st b e ne st ane 6

HEIManOo ..ot 7

HEIMAana .....cviviiiiiiicicci et st e 8

Otro pariente (ESPECIFIQUE: ) JUTET 9

AMIZA(0) 1eriiiiietiireteie bbbt ere s 10

Enfermera o asistente de Salud........oooovvviveiieiiicreeeeeeee s 11

Compaiiera(o) de trabajo/empleado .......c.occvieeeieeesiccciee e 12

TIAPISIA. .ovvvirrirereeri e bbb ens 13

Trabajador(a) SOCIAL......uccermieeerrccee e 14

MEdICO/PSIQUIALTA. .....vivieiiiiiceii ettt eb et s 15

Otra persona (ESPECIFIQUE: ) R 16
B. ¢Necesita (més) ayuda? (Si activadades no hechas, preguntar: ;si fuera hecho, necesitara alguna ayuda?)

St b ettt ettt a et ettt en st nsenens |

NO ittt ettt st s st et e neab e s e et e es et e neenes 2

3. ;Quién le prepara y le cocina las comidas? ;Hace esto por si misma, obtiene ayuda para hacer

esto o se lo hace alguien por usted?
Las hace por S{ MISMA. ...ttt ses e caeas ettt case s 1 (PREGUNTE B)
ODBLENE AYUAA ...evuviriiriiiiciie et ettt st b sttt sens 2  (PREGUNTE A & B)
Alguien le hace estas cosas debido a enfermedad.............coovoveeeveieiieieirieceercecsns 3 (PREGUNTE A & B)
Otra persona siempre ha hecho estas cosas (no porque el enfermedad)....................... 4 (PREGUNTE A)
NO S€ NACEN BSTAS COSAS.....vevereerereerererieretieriietetiteteseeeeseesenesesseeesessssesmsnessassosesssesssnmenenes 5 (PREGUNTE B)
A. ;Quién le ayuda? (HAGA UN CIRCULO ALREDEDOR DE TODOS LOS QUE APLIQUEN.)

ESPOSO ..ottt ettt ettt enete 1

Hija quien provee cuidado..........cococimeriiereecieceseee e 2

Otra Nija. .ot s 3

HIJOu ettt ettt r et as et renne 4

INUBTA ..ottt b ettt st s st a et senes st enenesenns 5

YEITIO ottt ettt ettt eee st steseseneseenens s amseseeseressessaee 6

HEIMANO ..ottt et 7

HEMMANA ..ottt ne s 8

Otro pariente (ESPECIFIQUE: ) e 9

AMIZA(O) oottt ens 10

Enfermera o asistente de Salud .......c.ooooeeiviiieiieeeceeeee e 11

Compafiera(o) de trabajo/empleado ..........ccccoveeeeiieviiceeeee e, 12

TEIAPISTAL ... evivitir ettt ettt rees 13

Trabajador(a) SOCIAL ......cceirirr ettt s 14

MEAICO/PSIQUIALTAL ...ttt 15

Otra persona (ESPECIFIQUE: ) U, 16
B. (Necesita (mds) ayuda? (Si activadades no hechas, preguntar: ;si fuera hecho, necesitara alguna ayuda?)
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s

4. + ;Quién le compra la ropa y los articulos para el hogar? ; Hace esto por si misma, obtiene ayuda
para hacer esto o se lo hace alguien por usted?

L.25 hace Por ST MISIMa...c.ooiiiiiiiiiiiciie et sttt s vt en et esesssnens 1 (PREGUNTE B)
ODBLIENE AYUGA ...vevieiiiicieiiii ettt sttt a et s b s ers e s nasaees 2 (PREGUNTE A & B)
Alguien le hace estas cosas debido a enfermedad.................o.ococvvvireveeieeiiceeene 3 (PREGUNTE A & B)
Otra persona siempre ha hecho estas cosas (no porque el enfermedad).....cc.oeevrerncnns 4  (PREGUNTE A)
INO S€ DACEN ESLAS COSAS....rvuiurursrisriirieisitiet ittt 5 (PREGUNTE B)
A. (Quién le ayuda? (HAGA UN CIRCULO ALREDEDOR DE TODOS LOS QUE APLIQUEN.)

ESPOSO cotiesiiiicee ettt en e 1

Hija quien provee cuidado. ..o 2

Ora RIJa ettt bbbt 3

HIJOu 1 vttt ettt ettt bt a e e se st eteseae et arersnesenes 4

INUETA vt ettt st b e sr b be e bt e ve e et enestesanssesans 5

YOIMO ..ottt ettt sr e b et erb e s easatsebearten 6

HEMMANO ..ottt e bbb aebeaas 7

HEMMANA ..ot ea et 8

Otro pariente (ESPECIFIQUE: ) T 9

AIMGA(0) .ttt e e ettt a sttt 10

Enfermera o asistente de salud ... s 11

Compafiera(o) de trabajo/empleado .........c.covivvieeeieeeeeiee st 12

TEIAPISTA. ..ottt et es et s st reaeaenas 13

Trabajador(a) SOCIAL.....coiueeeiiiiiiieccrcr e 14

MEQICO/PSIQUIALITA. ... ..veverieiiiercecerie ettt s sarsene 15

Otra persona (ESPECIFIQUE: ) JUTT 16
B. ;Necesita (mas) ayuda? (Si activadades no hechas, preguntar: ;si fuera hecho, necesitara alguna ayuda?)

S e e 1

NO bbb bbb 2

5. ¢Quién le hace la compra de comestibles? ;Hace esto por si misma, obtiene ayuda para hacer
esto o se lo hace alguien por usted?

L85 NaCe POI ST MISIMIA. ..eeuieiiriiieieiiein ettt ettt sereesereneeneaenens 1 (PREGUNTE B)
ODUIENE @YUAA 1..eevieviicrreete ettt ettt e e st e e e eeees e e s esseseeseesseseessesaesessssessassassens 2 (PREGUNTE A & B)
Alguien le hace estas cosas debido a enfermedad.............oooveveeveeeeeeeeeeeeeeerreeeeeeeen, 3 (PREGUNTE A & B)
Otra persona siempre ha hecho estas cosas (no porque el enfermedad)..........cocvuen. 4  (PREGUNTE A)
INO SE NACEI ESLAS COSAS....veurrieiiieriuiietererteteie s et cerete s erese e ees e eeee e eerenseeereereseenaees 5 (PREGUNTE B)
A. (Quién le ayuda? (HAGA UN CIRCULO ALREDEDOR DE TODOS LOS QUE APLIQUEN.)

BSOSO ittt ettt ettt ettt s e s |

Hija quien provee cuidado .........cc.cccovvemiriiiiiiiie e s 2

Otra RijA.. ..ot 3

HIJO ottt ettt en et 4

INUBTA ..ottt ettt eens e en e beenas 5

YEIMNO ..ottt ettt bbb bneas 6

HEIMAN0 ...oiliiiiiceeeicct ettt s 7

HEMMNANA ..ottt ettt r s enaes 8

Otro pariente (ESPECIFIQUE: ) JTURR 9

AMUZA(0) 111ttt ettt ettt ettt en e e eneeas 10

Enfermera o asistente de Saltd ......co.oooiuivriioiieece e 11

Compafiera(o) de trabajo/empleado .........c.iuivveieeererereeeeeeeeseees s 12

TEIAPIStA. .. .cvuiiiicet et 13

Trabajador(a) SOCIAL....ccovvvviereniinie et 14

MEdICO/PSIQUIALTA. .....viiviiiriieiiiiiiiict et a e s sesns 15

Otra persona (ESPECIFIQUE: ) IR 16
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S e ettt s n e 1

INO e et e et r e 2
¢ Puede baiiarse por si misma o le ayuda alguien?
Las hace por si MiSMa.........cuiviuiiiceninniniciieee e 1
ODBHENE AYUAR ..ottt 2
Alguien le hace estas cosas debido a enfermedad..................o.coocoovooeoveveeoe ] 3
Otra persona siempre ha hecho estas cosas (no porque el enfermedad)....................... 4
INO S€ hACEN STAS COSAS...uvrmviiriiriiiiueiiteeee e e e es e see s e 5

(PREGUNTE B)
(PREGUNTE A & B)
(PREGUNTE A & B)
(PREGUNTE A)
(PREGUNTE B)

A. (Quién le ayuda? (HAGA UN CIRCULO ALREDEDOR DE TODOS LOS QUE APLIQUEN.)

ESPOSO. .ottt e e s 1
Hija quien provee cuidado...........c.uevuriuruunciocceeeieers oo esrees s eee e, 2
OUra RIJAL ..ot 3
HIJOu oottt et e 4
NUETA oottt es s s s e e e sese e 5
YEITIO oottt sttt s e senseeeees 6
HEIMNANO ..o st st se s e 7
HETIMANG ...t 8
Otro pariente (ESPECIFIQUE: ) TR 9
AMIZA(0) 1.cvuirieiiiriceiecerie ettt e e ee e s e s e e e st 10
Enfermera o asistente de Salud ...........c..oo.ovoireimioieooeeoeeeeoeeeeeeee 11
Compafiera(o) de trabajo/empleado ...........co.cooeervoveeoeoovoeeeeeesee oo, 12
TEIAPISIAL ..ottt es s es e e 13
Trabajador(a) SOCIAL.........uuviuiieciices et 14
MEICO/PSIQUIALIA. ......oevirieiereierrieee e oot es s 15
Otra persona (ESPECIFIQUE: ) JOTR. 16

..................................................................................................................

(PREGUNTE B)
(PREGUNTE A & B)
(PREGUNTE A & B)
(PREGUNTE A)
(PREGUNTE B)

7. ¢Lleva a cabo usted algunas tareas relacionadas con el cuidado de su salud en la casa tales como
mantenerse al tanto de los medicamentos recetados o cambiarse los vendajes? ,Hace esto por si
misma, obtiene ayuda para hacer esto o se lo hace alguien por usted?

Las hace por ST MiSMa............ovcuiiuciecrieiieiesee e ]

OBUENE BYUAR ...t 2

Alguien le hace estas cosas debido a enfermedad..............ooooooooooeoooo 3

Otra persona siempre ha hecho estas cosas (no porque el enfermedad)....................... 4

No se hacen estas cosas............... ettt rre e te e erens oo 5
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*A. (Quién le ayuda? (HAGA UN CIRCULO ALREDEDOR DE TODOS LOS QUE APLIQUEN.) BRPDL7A
ESPOSO0 .t einens 1
Hija quien provee cuidado.......ccooiiiiiiiciiiiicce s 2
OtFa JA ittt e e na s 3
HiJOu ittt ettt e et s b e ae e ere bt abeerrentn 4
INUCTA ...ttt sttt s b et st s s ens et st s s ereebseraaseabesseasssens 5
YBIMIO ettt ettt te et s a st b ea s ese e s enaesr e e nreeraenes 6
HEIMIANO ...ttt s e 7
HEIMANA ... ettt reenas 8
Otro pariente (ESPECIFIQUE: D S 9
AMIZA(0) 1orverrrieieeieiiirc ettt ettt sttt st e st st rearbenb bt sre e enens 10
Enfermera o asistente de salud ........ccccovveeiivicniiecseee e 11
Compaiiera(o) de trabajo/empleado .......cvveeieiieiiiiiiieiereisesisser et eenens 12
TOIAPISTA. .. .vceciirieiir ittt et as s a e be e ben 13
Trabajador(a) SOCIAL....ccciviviiiniiitc st et 14
MEICO/PSIQUIALIA. ....ooveririiiriiitcisti ettt st e st ssebenes 15
Otra persona (ESPECIFIQUE: ) JRST, 16

B. (Necesita (més) ayuda? (Si activadades no hechas, preguntar: ;si fuera hecho, necesitara alguna ayuda?) | BRPDL7B

Sttt et st s r et et en et eaebe et b aerane 1

N0 ettt e a bt stk er et e et e b ereatetearernras 2
¢Se viste por si misma o le ayuda alguien? BRPDLS
Las hace por ST MISIMA.....c.c.ooiiiiiiicrccctnteetete ettt n 1 (PREGUNTE B)
ODBIENE AYUAA 1..vcvivieieiereieiir ettt et se s et se et eneassnesteseeseseseeseans 2 (PREGUNTE A & B)
Alguien le hace estas cosas debido a enfermedad.............oovvvevveeveeeereeveereeereereeeeeen, 3 (PREGUNTE A & B)
Otra persona siempre ha hecho estas cosas (no porque el enfermedad).............cccevnne. 4  (PREGUNTE A)
INO SE hACEN ESIAS COSAS...everiruerirrieririeriiieteeetite it eeeeese st eseeteeesssesseesseeessmeenensessssensorns 5  (PREGUNTE B)
A. (Quién le ayuda? (HAGA UN CIRCULO ALREDEDOR DE TODOS LOS QUE APLIQUEN.) ‘ BRPDLSA

ESPOS0. ..ttt ettt ettt et n e ettt reereaeetens 1

Hija quien provee cuidado.........c.occvveviiernniieiissiec ettt 2

Otr8 NJAu ettt 3

HIJOu ittt ettt ettt et ettt e ese e e enseeannsaes 4

NUETA ettt ettt ettt ts st s e st ensersaneneaes 5

YEIMO .ottt ettt ese s se st e a et et eaenens 6

HEIMANO ...ttt ettt v et 7

HETINANG ..ottt et s sttt ettt es ettt st ne e 8

Otro pariente (ESPECIFIQUE: [ JT 9

AINIZA(0) 11vveviereveiereireiiree sttt e st b s teeee e tet e s e eseseseeneseneneeaenserennenene 10

Enfermera o asistente de saltid ..o 11

Compafiera(o) de trabajo/empleado ...........ccvevevuieeeeeeeeeteee et e e 12

TEIAPISTA. ..ttt ettt n e eae st 13

Trabajador(a) SOCIAL......iieuiiiire e et e e e 14 -

MEdICO/PSIQUIALTA. ...ttt 15

Otra persona (ESPECIFIQUE: [ JES 16

B. ¢Necesita (més) ayuda? (Si activadades no hechas, preguntar: ;si fuera hecho, necesitara alguna ayuda?) | BRPDL8B
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¢Puede usar e! inodoro por si misma o le ayuda alguien?

1 (PREGUNTE B)

Las hace POr S{ MISMa.....coviiiiiieieeeiiteereee e bt resese s eeenenas
ODBLENE AYUA ....evenieeeerceeeet ettt e see e ee b st ess s tesseenn 2  (PREGUNTE A & B)
Alguien le hace estas cosas debido a enfermedad..............c.oovovveeeeeeeereeeceeieeen. 3 (PREGUNTE A & B)
Otra persona siempre ha hecho estas cosas (no porque el enfermedad)...........cocvuee.... 4  (PREGUNTE A)
INO S€ NACEIN ESEAS COSAS. c..vvrrrverrerriirieriiiieteeite oo ete s s sesesssesesssesesesssssesesesesessensresesas 5  (PREGUNTE B)

A. {Quién le ayuda? (HAGA UN CIRCULO ALREDEDOR DE TODOS LOS QUE APLIQUEN.)

ESPOS0...uiuiiiiiiiiiir ettt et 1
Hija quien provee cuidado........o.cvicviviiiieiccce e 2
Otra Rija..ciicecriiei ittt ettt eeen 3
HIJOu oo e 4
INUETA ...ttt ittt ettt s ettt ese e a e e seeeteneneasneaesaasesesenes S
YEIMIO ..ottt e ettt s s 6
HEMMNANO .. cviitet ettt sttt st s st e st st o eseaeneas 7
HEIMNANA ....vet ittt s et e e e vt e enesaese e reneeans 8
Otro pariente (ESPECIFIQUE: ) T 9
AIMIZA(0) 111ttt ettt sttt e en st r et et en e e eeeeneerenens 10
Enfermera o asistente de SAIUA .......oovvuiuiviviveeeieeeees oo se e ten s eeereees 11
Compafiera(o) de trabajo/empleado ...uu..euuviveveieececiseereeeveeeeesees e eeeneeens 12
TEIADPISIA. ....vevvcvevirererisiriecstir ettt et sttt ae e aseet e s s s st eseenestaen 13
Trabajador(a) SOCIAL......c.uevuiiiecicirieeietee et 14
MEQICO/PSIQUIALTA. ..ottt st sne 15
Otra persona (ESPECIFIQUE: ) PR 16

10. ¢Puede acostarse y levantarse de la cama o sentarse y levantarse de una silla por si misma o le ayuda alguien?

Las hace POT ST MISIMA.....c.crvereeerieririeenirietcreceeeee st s e e s eeseseesesenee st reeeeeeeen 1 (PREGUNTE B)
OBUENE BYUAA .....vvvveveieiceriecceee e et enens 2 (PREGUNTE A & B)
Alguien le hace estas cosas debido a enfermedad.............o.oovevveoveeeeeerereeesessesrenen, 3 (PREGUNTE A & B)
Otra persona siempre ha hecho estas cosas (no porque el enfermedad)....................... 4  (PREGUNTE A)
NG S€ NACEI €STAS COSAS.vuvuerreerireirreteisiaetiteieeseeee e res oo s s st esen s seesaeseeseeserens 5 (PREGUNTE B)

A. {Quién le ayuda? (HAGA UN CIRCULO ALREDEDOR DE TODOS LOS QUE APLIQUEN.)

ESPOSO...cuiviiicitce ittt eean 1
Hija quien provee cuidado .........c.ccovniuniiiiiiiiiciceeeeeeeee e 2
O RIJA oo 3
HIJO oo es e et n s ene s 4
INUETA ..ottt ettt ee st s e s s s s es et e s sa st areeeseseseresen, 5
YEITIO oo re e st res e n o nee e eeaee e 6
HEIMANO .ot 7
Hermana........... e ettt s e e e et ebeebe s ese e seneebeereeasebesrnearenes 8
Otro pariente (ESPECIFIQUE: )RR 9
AMUZA(0)..1. vttt ettt s s s e sees et s s sseseserans 10
Enfermera o asistente de Salud..........oooooviuivoieoie oo 11
Compaiiera(o) de trabajo/empleado .......c.c.ivuiveeieeeereoeeeeeeee oo 12
TEIADIStA. ..ottt 13
Trabajador(a) SOCIAL......c.ivrvirriceririeiiieee e eere s ees e s s eeseae st e ans 14
MEICO/PSIQUIAITA ....ovveviiiicrite s 15
Otra persona (ESPECIFIQUE: ) e 16
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B.

¢Necesita (mas) ayuda? (Si activadades no hechas, preguntar: ;si fuera hecho, necesitara alguna ayuda?)

11. Cuando viaja al hospital para sus citas médicas, jusualmente va sola o le acompaiia alguien?

Las hace por Si MiSMa........cccvviiiniiiiiiiceinenereee st
ODBHENE AYUAA 1.crereiereicriiniii ettt ettt senenns
Alguien le hace estas cosas debido a enfermedad................ocvevvvennnn.
Otra persona siempre ha hecho estas cosas (no porque el enfermedad)
NO 5€ hacen €Stas COSAS......cuvviviiiniiniiiiierinterrnre e et sreeaeseessassnens

(PREGUNTE B)
(PREGUNTE A & B)
(PREGUNTE A & B)
(PREGUNTE A)
(PREGUNTE B)

A. (Quién le ayuda? (HAGA UN CIRCULO ALREDEDOR DE TODOS LOS QUE APLIQUEN.)

.......................

.......................

AMIZA(0) cvvvvnerirererierettirisi ettt

TEIADISIA.L ..vevieeieeeieree sttt ettt v et b et eae et et
Trabajador(a) SOcial.......ccerviieirinciieinree s
MEdICO/PSIQUIAITA. ....vvvviviieiiiiiciiicreeccee ettt
Otra persona (ESPECIFIQUE:

12. Cuando viaja con otros propésitos tales como a trabajar, visitar o para hacer mandados, ;usualmente va sola

o le acompafia alguien?

Las hace por S{ MISMa.....ccevuieereeemeiniinesieeeceeeenee e
ODbtENe aYUAa .....c.veviieriiireeeteeee e eee
Alguien le hace estas cosas debido a enfermedad............coccvveveveeeeenn.
Otra persona siempre ha hecho estas cosas (no porque el enfermedad)
NO S€ haCEN ESAS COSS...cuvrrvrreerrereeienirretetetet ettt s et eeeeeeneaes

DAILYLVG.PT 15
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(PREGUNTE B)

BRPDLI10B

BRPDLI1

BRPDL11A

BRPDLI1B

BRPDL12




YA ¢Quién le ayuda? (HAGA UN CIRCULO ALREDEDOR DE TODOS LOS QUE APLIQUEN.)

ESPOSO....uiiiiiiiiiiict ettt 1
Hija quien provee cuidado. ..o 2
Otra ija..c..cciiicice ettt 3
HIJOu oottt 4
INUETA .ottt ettt sttt s st eenese st enetesereses 5
YEITIO ..ttt b bttt s et e s ee et sttt e e teseanaenens 6
HEMNANO ..ceiiiretce ettt s et ee st eneeenens et st sesnenon 7
HEIMNANE ...ccoeviii et s e nane 8
Otro pariente (ESPECIFIQUE: ) TS 9
AIMIZA(0) oottt et en et ee e en et eeerenaeas 10
Enfermera o asistente de Saltud.........ccoouiirieiiieinee e eeae 11
Compaiiera(o) de trabajo/empleado .........ocevveeeeevveriueee oo eereere e erenanas 12
TEIAPISIA. c..vuviisireriieesere ettt e et re et r st nan 13
Trabajador(a) SOCIL........cvueerirrretirieecs et seseseses e senesanas 14
MEdICO/PSIQUIALIAL ....vviviverieienenrin ettt et see et s e e e eeeseeteseeseens 15
Otra persona (ESPECIFIQUE: ) NPT 16

B. ¢Necesita (méds) ayuda? (Si activadades no hechas, preguntar: ;si fuera hecho, necesitara alguna ayuda?)

13. ¢Llena usted formularios tales como reclamos de seguro, formularios médicos o solicitudes misma, obtiene ayuda

0 hace alguien para beneficios financieros por si esto por usted?

Las hace por ST MISMa........ccerviririeniniisieeeis s e oo e s ses e ses e s s eenen 1 (PREGUNTE B)
ODBHENE BYUA ...ttt et es s s e et snsasee s s e 2 (PREGUNTE A & B)
Alguien le hace estas cosas debido a enfermedad...............o.ovveevvevevrevereeeeeeeresesrs 3  (PREGUNTE A & B)
Otra persona siempre ha hecho estas cosas (no porque el enfermedad)....................... 4 (PREGUNTE A)
NO S€ NACEN ESTAS COSAS...uvuveieririrerirriiririeetetereeetetessesessesesereesssesssessessesesssesesssessesesans 5 (PREGUNTE B)

A. (Quién le ayuda? (HAGA UN CIRCULO ALREDEDOR DE TODOS LOS QUE APLIQUEN.)

ESPOSO.....o.iieiiitcictcr ettt s 1
Hija quien provee cuidado..........cccvueeieiniueiiieciee e 2
OTA RIJAL .o ettt aenean 3
HIJO e et 4
INUETA ..ottt ettt ettt ee s s et et eeseses et seseseeesenneeen 5
YEINO ..ottt ettt s e ereseeen 6
HEIMANO ¢.....ciieieiiictse ettt es et ar st s s tne s sarenns 7
HEIMMANA ... e s oo es oo es 8
Otro pariente (ESPECIFIQUE: ) IR 9
AMIGA(0) 1.envietieriereieeieeint ettt et e e oo ee et ens e s e e s nens 10
Enfermera o asistente de SalUd ........oovuivivieeeeieece oo ses oo 11
Compafiera(o) de trabajo/empleado ..........oo.cvveveeeeivereoeeoeeseeeeeeeee oo er e 12
TIAPISLA. ...ttt st T eeeereeresaereeneesananas 13
Trabajador(a) SOCIAL......c.cuiueiiciiisrie et 14
MEAICO/PSIQUIALIA. ..vvoiviririvi et 15
tra persona (ESPECIFIQUE: [ ISR 16

B. (Necesita (mas) ayuda? (Si activadades no hechas, preguntar: ;si fuera hecho, necesitara alguna ayuda?)
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4. ;Maneja usted sus asuntos bancarios tales como hacer depésitos y retiros, pagar las cuentas y mantener
una cuenta de cheques por si misma, obtiene ayuda o hace alguien esto por usted?

I  (PREGUNTE B)

Las hace por S MISIMa.......cvviiiiiiiiiiirin ettt en e ene s
ODBIENE AYUAA ...vvieveeeiercieeercie et s e s aes e renbereebens 2  (PREGUNTE A & B)
Alguien le hace estas cosas debido a enfermedad.........cccoovviveevoe oo ieeereeeeeeeeeee e, 3 (PREGUNTE A & B)
Otra persona siempre ha hecho estas cosas (no porque el enfermedad).......c....ccev..e. 4  (PREGUNTE A)
INO SE NACET €S1AS COSAS...vevievrierrrrereerriiraeriaestiriteeresteseeeseesaesraseesssesseseeseenensesteesetoseseas 5 (PREGUNTE B)

A. (Quién le ayuda? (HAGA UN CIRCULO ALREDEDOR DE TODOS LOS QUE APLIQUEN.)

ESPOSO...oiuiiieiiiitic it ettt es I
Hija quien provee cuidado.........cvcreeiniieeinieicce e sere s 2
Otra NJAL..cciiii e e 3
HIJO oottt 4
INUBTA .ottt st ettt sttt e tn et e st oseb et eeentabssresesesees 5
YEITIO ottt ettt en bt bens 6
HEIMIANO ...ttt st r s ea st ene 7
HEMMANA ..ottt s nenerenn 8
Otro pariente (ESPECIFIQUE: ) JET 9
AMIZA(0) c.vuiririeiniiiiiiei et nn s 10
Enfermera o asistente de salud ........cccoveermieeiiiiiiciincee e 11
Compatiera(o) de trabajo/empleado ..........ccoovueriiieieieiiecceeceee e 12
TOIADISIA. ..veueerieeeriierers ettt e erea e b bttt eseeseseeesen s e eneatotonessenesseneos 13
Trabajador(a) SOCIal........ccoviiiiriiceeceecs e 14
MEICO/PSIQUIALIA. .....vveceiniiriereieeitntete ettt st ss e sn e ereenen 15
Otra persona (ESPECIFIQUE: ) IR 16
B. ¢Necesita (més) ayuda? (Si activadades no hechas, preguntar: ;si fuera hecho, necesitara alguna ayuda?)
St et ettt et resana 1
NO et ettt s st 2

15.  ;Necesita ayuda o estd obteniendo ayuda para conseguir informacién acerca de su enfermedad y tratamiento?

NO tENe NECESIAAU ....cvevererereeieee et ee e e s et seseseven e nens 1
Tiene ayuda haciendo este actividad............oovvvveerieeeieeeeeeeeee e s eaeenes e 2 (PREGUNTE A & B)
INECESITA AYUAA ...evvescecriererciricietr et et et en e s e eeseeneess e 3

A. (Quién le ayuda? (HAGA UN CIRCULO ALREDEDOR DE TODOS LOS QUE APLIQUEN.)

ESPOSO....utrctitiiiieiet ettt ettt sttt ettt 1
Hija quien provee cuidado............ccccovimmiiriiiemeieeiecseseeee e 2
O DA .ttt s ettt s ettt n e 3
HIJOu ottt 4
NUEBTE ..ottt ettt e et e sttt s e e st nesenenenen 5
YEIMIO ittt ettt st e s aenenn 6
HEIMANO ...ttt ee et eeeenen e eerenas 7
HEIMANA ..ot ettt 8
Otro pariente (ESPECIFIQUE: ) e 9
AMIZA(0) 1ottt ettt ettt es et esseeeeeseenetseaserns 10
Enfermera o asistente de salud .......oooueieiiiieiieiceieee e 11
Compaiiera(o) de trabajo/empleado ...........c.oo.vvivcoereeireeseeeeeeeeeeeeseeeeseseseeen 12
TEIAPISIA. ..ttt ettt n et 13
Trabajador(a) SOCIAL......c.crriieiiiienreeesie e 14
MEICO/PSIQUIALTA. .....vvveeeierieier ettt ettt 15
Otra persona (ESPECIFIQUE: ) R 16
DAILYLVG.PT 17
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< B. (Necesita més ayuda?

16. ;Necesita o esta obteniendo consejeria financiera relacionada con su enfermedad?

NO tiene NECESIAAM ....vuveveiiriiiiiier et e e e s e s e e seasesesene 1
Tiene ayuda haciendo este actividad..........cooeeveveeveeeeioeeeeeeeeeeeeeee oo 2 (PREGUNTE A & B)
NECESITA AYUAA ..ottt et esesa e ae e e e seeseeeseesens 3

A. (Quién le ayuda? (HAGA UN CIRCULO ALREDEDOR DE TODOS LOS QUE APLIQUEN.)

ESPOSO0. ittt ettt ettt ee et et et 1
Hija quien provee cuidado.......ccoieceiniiiiiee e e te e vaee e seeseessenn 2
OTA RIJa vttt s et e et ees e seaen 3
HIJO 1ttt ettt et sttt er e e e r e e e e e naeaan 4
INUETA oottt sttt e enn e e s e s neseseen 5
YEIMIO ..ttt ettt et st s et s e et s e tanaras s s sanssans 6
HEIMANO ...ttt ettt e e s e s en e e s e e s e 7
HEIMANA ..ottt ses st ea st et s s nrananas 8
Otro pariente (ESPECIFIQUE: ) IR 9
AMHZA(0) 1oevreviririiiier ettt ettt sttt ettt 10
Enfermera o asistente de salud ...........ccocovurmmiiuiinniieciieee e 11
Compaiiera(o) de trabajo/empleado ...............cooevereeeeereeeeeereseeersreseseserss 12
TEIAPISA. ...eueeceeeereeetecireetre it ettt e es s s e te st e nes s s eses s 13
Trabajador(a) SOCIAL.....ccuveuuiueiiceieineni e ee e 14
MEdICO/PSIQUIALTA. ... ..cveveeiiiicicrisencinsinnie e e e e eene s eneenee 15
Otra persona (ESPECIFIQUE: ) IRTU 16
B. ;Necesita mas ayuda?
Sttt et s et 1
IO e ettt e et n et s et s ensenen 2

INO iENE NECESIAAL ....vovocvveeiseciceeteee ettt tes e es s esens 1
Tiene ayuda haciendo este actividad.............cooveveevvereeeeooeeeeeeeee oo 2 (PREGUNTE A & B)
NECESIA AYUA ...ttt enes e es e 3

ESPOS0.....erereeerettres ettt ettt ettt es e er e e st e s e et e st et 1
Hija quien provee cuidado......cccvvveueiireiiiiiiiese oo 2
OIra REJA...o e 3
HIJOu ettt 4
INUETA ..ottt sttt e st er et ee e eenasEnes 5
YEITIO ...ttt ettt e s e et e s e eeoe 6
HETANO ..ottt 7
Hermana........... et a et e bt e et e e e e bt etresatereenteeettesreentsen 8
Otro pariente (ESPECIFIQUE: ) RO 9
AMIZA(0) c1vvteirteir ettt ettt r et es e et s e s e et e e serr e 10
Enfermera o asistente de Salud ............oo.oooveomrereoeeee oo 11
Compailera(o) de trabajo/empleado .............cccoveereerereeeeeeereeeeeveses e, 12
TEIAPISTA. ...ttt s s r e 13
Trabajador(a) SOCIAL .....vceivuiererereiriieeieteee ettt eres s ee e s e seene e s, 14
MEAICO/PSIQUIALTA. ......evvveicercecier et e 15
Otra persona (ESPECIFIQUE: ) JUT 16
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B. ;Necesita més ayuda? ~{ BRPDL17B
Sttt ere et en e 1
INO ettt ekttt b ettt besae e nesasentsrseraasseberarberes 2
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PRONOSTICABILIDAD DE LA ENFERMEDAD
(ILLNESS PREDICTABILITY)

1. Generalmente, conozco cuando voy a tener un buen dia o un mal dia. ;Esta usted... BRPIPI
Fuertemente de aCUBTAO ........ocvuririiieiciieeeseerees st ene st 5
Un POCO d€ BCUETAD .ccvvveieiititiiicietre et 4
Ni de acuerdo ni en deSaCUETAO ......cocvuvuiveviiiie v 3
Un poco €N deSACUETAD ......uvuvuiiiceeiireirens et 2
Fuertemente en deSACUETAO........v.vvivivceititceecseeeeeeesi et 1

2. Es evidente para mi cuando mi enfermedad est4 mejordndose o empeordndose. ;Est4 usted... BRPIP2
Fuertemente de acuerdo..................... et ettt et r e et r st n Rt e et b b e beae e ne 5
Un POCO d€ BCUETAO ...evvvetiiieic bbbt 4
Ni de acuerdo ni en desaCUETdO ..........ccccuvvvvvrvivivriiiereeeete e 3
Un poco €N deSACUETAOD .....cu.vuivuiiirciiiieeie ettt ssss et ass s aenaens 2
Fuertemente en deSaCUETdO......c.couireriiuiiiririccrereeeesese ettt ssans 1

3. Generalmente, puedo predecir el curso de mi enfermedad. ;Est4 usted... BRPIP3
Fuertemente de 8CUETdO ......ccvuverieiicirereecce sttt er e 5
Un POCO € BCUETAO ..ottt ettt 4
Ni de acuerdo ni en deSACUETAO ....ccuuvvvecveiceeceese e tee e 3
Un poco €N deSACUETAD .........vuvueeririmriierie sttt b s bbb bnnane 2
Fuertemente en deSACUETIAO.........cuvvuiuivevceiiieececeecce b eaere b er e ee 1

4. Mi angustia fisica es pronosticable. ;Est4 usted... BRPIP4
Fuertemente de aCUETAO ........cvviceriirieriicc ettt s s bbb nenas 5
Un pOCO d€ ACUEIAO ...ecvviietccri st 4
Ni de acuerdo ni €n deSACUETAO .......cceerueireveirriecreesiie s b 3
Un poCO €N dESACUETAD .....ouvveveeiecicriiircieir ettt ssse s esenrens 2
Fuertemente en deSaCUEIdO.......uurieeieeinririiiiieecieece et se s sse s eens 1

CONTROL SOBRE LA ENFERMEDAD
(ILLNESS CONTROL)
5. ¢Cuénto control personal piensa usted que tiene sobre la cantidad de cansancio que experimenta .
de dia a dia? ;Diria que tiene... BRPICS

NiINGUN CONMIOL ...ttt eeeeas 5
MUY POCO CONMIOL.....iiiiiiiiccnic s 4
Una cantidad moderada de COntrol ............co.ooouevevreeeisitieeeeeeeeeeeeee e ieen 3
Bastante CONTOL .......c.oiiiiiiiiiiiiiie ettt ettt resrenees 2
EXITEmMO CONIIOL .. .uviiiiriiictecnirie ettt sees sttt ee s 1
NO APLICA Lottt se s st 8

6. ¢Cuénto control personal piensa usted que tiene sobre la cantidad de incomodidad qué experimenta

de dia a dia? ;Diria que tiene... BRPIC6

NINGUN CONLTOL.oviviiiiiiiiiiiii sttt eseeas 5
Muy poco CONTOL....ouvccinrenririiiieee e e 4
Una cantidad moderada de COntrol ...............cooeuvivcievei e s 3
Bastante CONTOl .......o.ciiiiiciiienecc ettt n e 2
EXtremo CONLIOL ..viiiiiiiiiiiiiiiciitct ettt st 1
NO APLICA .ottt ettt ettt er e 8
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7. ¢Cuanto control personal piensa usted que tiene sobre la cantidad de inmovilidad que experimenta
de dia a dia? ;Diria que tiene...
NIRGUN CONLIOL..eiiiiiiiiiiiit et seeses et ee s snans 5
MUY POCO CONETOL.cuiiviiriieiiitititccii s 4
Una cantidad moderada de control ..............ccouviiirvieiereriiieenee e, 3
Bastante CONLTON ......cucuiiiiiiieiierirnieieeeeec ettt b e e s bt en e nea e 2
EXITemO CONIOL ...ocvuiiiniiiiiiiicc et ettt 1
NO APLICA ..ottt ettt sttt ranaena 8
8. ¢Cudnto control personal piensa usted que tiene sobre la cantidad de dolor qué experimenta de
dia a dfa? ;Diria que tiene... '
NINGUN COMIOLurutiiiitititiriii et sss bt ns b s ensssaee 5
MUY POCO COMIOLc.viiriiiiitiinitt it ns s sttt b st 4
Una cantidad moderada de Control .............c.ccoeueviiicieeeieereeeceee e 3
Bastante CONTOL ...ttt 2
EXIIEMO COMIOL ..ottt st be e en b beneaens 1
NO APLICA ..ottt st essaa s bbb s s asna s 8
9. ¢Cuénto control personal cree usted que tiene sobre el curso a largo plazo de su enfermedad; es
decir, si mejoraré o, al menos, no empeorara en el futuro? ;Diria que tiene...
NINGUN CONMIOL..vitiiiiiiiiicieictrrriees sttt bbb eaae e 5
MUy POCO COMITOL vttt sttt sates 4
Una cantidad moderada de CORtTO] ........co.cvcruiverrieirieeseeeie s 3
BaStante COMITOL ...o.ouiiiiiiiiiiirceieieritinie ettt b ea b s tesen et sessenes 2
EXIIemo CONIOL ..ottt et se s 1
NO APLICA ..ottt eb et sttt b st b s et 8
10. ¢Cuénto control personal piensa usted que tiene sobre el cuidado médico y el tratamiento de su

enfermedad? ;Diria que tiene...

NINGUN CONTOLuciiiiiiiiiiiriicc ettt 5
MUY POCO COMIOL....oviiiiiiitiiiceireeicsreee et s sttt et s s an st 4
Una cantidad moderada de CONtIol ..........ooveeieiies et e e eeeeeeeeesvaeeenans 3
BaStante CONTOL . .c..ciiiieieieeiiec ettt ev et et sanent s s e sneneseenene 2
EXIIIMNO COMITOL ..eitiriieieietetiieteet ettt et eve et ees et es e eae st seeesereesressens 1
NO APLICA et r e e e e s et et eee e sereeareeereesaeeseaesireanes 8
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N CES-D SCALE

Ahora le voy a leer una lista de formas en que usted se pudo sentir o en que se comport6 durante la semana pasada.
Cuando lea cada declaracién, por favor digame que catagoria describe mejor cuan a menudo usted se sintié de esa

manera durante la semana pasada.

Raramente Algun Moderado
O Ningtn Tiempo Tiempo Tiempo Siempre
(Menos que un dia)  (1-2 dias) (3-4 dias) (5-7 dias)

Durante la semana pasada:
1. Estuve molestada por cosas que

generalmente no me molestan.

(Diria usted que se sintio

de esta manera... 1 2 3 4
2. No tuve ganas de comer;

Mi apetito fue pobre 1 2 3 4
3. Me senti que no podia quitarme

de encima la melancolia atin con

la ayuda de mis amigas o familia 1 2 3 4
4. Me consideré tan valiosa

como la demés gente 4 3 2 1
S. Tuve problemas manteniendo

la concentracién en lo que

estaba haciendo 1 2 3 4
6. Me senti deprimida 1 2 3 4
7. Me senti que todo lo que

hacia me costaba esfuerzo l 2 3 4
8. Me senti con esperanza en

el futuro 4 3 2 1
8. Pensé que mi vida habia

sido un fracaso 1 2 3 4
9. Me senti temerosa 1 2 3 4
10.  Mi suefio fue inquieto 1 2 3 4
11.  Fui feliz 4 3 2 1
12.  Hablé menos de lo usual 1 2 3 4
13.  Me senti solitaria 1 2 3 4
14.  Encontré que la gente no fue amistosa 1 2 3 4
16.  Disfruté de la vida 4 3 2 ]
17.  Tuve episodios de llanto 1 2 3 4
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19.

20.

21.

Me senti triste

Me senti que no le gustaba
a la gente

No pude animarme

Me senti solitaria o apartada
de los demas

CES-D.PT

Raramente Alguna
O Ningtin Tiempo Tiempo
(Menos que un dia)  (1-2 dias)
1 2
1 2
| 2
| 2
23

Moderado
Tiempo

(3-4 dias)

Siempre

(5-7 dias)
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ESCALA DE ANSIEDAD ESTADO-RASGO (ESTADO MODIFICADQ)

(STATE-TRAIT ANXIETY SCALE -- MODIFIED STATE)

Le voy a leer un nimero de declaraciones que han usado la gente para describirse. Al leerle cada declaracion,

por favor digame la respuesta que describe como usted se siente en este momento.

Moderadamente Muchisimo

De Ninglin
Modo Un poco

1. Me siento calmada. ;Diria usted

que esto describe como se siente... 1 2
2. Me siento segura 1 2
3. Estoy tensa 1 2
4. Me siento forzada 1 2
5. Me siento tranquila 1 2
6. Me siento desconcertada 1 2
7. Actualmente estoy preocupada

por posibles desgracias 1 2
8. Me siento satisfecha 1 2
9. Me siento asustada 1 2
10.  Me siento cémoda 1 2
11.  Me siento segura de mi misma 1 2
12.  Me siento nerviosa 1 2
13.  Me siento agitada 1 2
14.  Me siento indecisa 1 2
15.  Me siento relajada 1 2
16.  Me siento contenta 1 2
17.  Me siento preocupada 1 2
18.  Me siento confundida I 2
19.  Me siento constante 1 ) 2
20.  Me siento agradable 1 2

STATRAIT PT A
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GRACIAS POR SU COOPERACION.
(THANK YOU FOR YOUR COQOPERATION).

;Existe alguna otro cosa sobre la cuil desea comentar qué no hemos cubierto en esta entrevista?
|
|
|

| HORA DE CONCLUSION:
} /__ am/pm BRPHR
hora minutos BRPMN
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: INTERVIEWER REMARKS
I Did respondent experience or exhibit emotional or psychological problems during the interview?
Y S ottt ettt e e et e et e st e teea e eeaareeaeeereaenenreeraneres 1 (ANSWER A)
NO e e et aeensenes 2
A. What was the problem?
2. Were there any other problems during the interview?
Y ES it rei ittt et r et et seeaeeneenenssseberaeas 1 (ANSWER A)
NO e s st 2
A. What was the problem?
3. Was interview conducted in English or Spanish?
ENGISH oottt s et e e e et ene e reenan 1 (ANSWER A)
SPANISH w..veiviiiiriicic st 2
A. How much trouble does respondent have understanding English?
NODE ..ottt st sas e tenan 1
SOIMIE ... eererereririeccrtinne ettt ettt n e vs e senssesesenennas 2
A great deal ..o 3
4. Regardless of whether or not interview was completed in one session, did the respondent want to
terminate interview before interview was finished?
YIS ettt et sttt 1 (ANSWER A)
NO ettt 2
A At what points and why?
5. Did respondent need to complete interview over two or more sessions?
YES oottt 1 (ANSWER A)
NO ettt bttt ettt en et ne 2
A, Reasons given for needing to break up interview
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10.

IL.

.

Date interview started:

I
(mo) (da) (yr)

Date interview completed:

o
(mo) (da) (yr)

Number of interviewing sessions needed to complete interview:

Name and ID of interviewer:

NAME 1.D.

Total time spent interviewing:

/
hours minutes

Proxy questionnaire was answered by:

Caregiving DaUGhLET .....cccocverevrrrienrtceetc e eae s rnene
Patient’s SPOUSE ......oviviiiiviiierccieirccreec ettt
Other Daughter of Patient..........cooeerevieiecerccececee v
Patient’s SOM.....cccviiiiiiciiiicii e

Other Relative (Specify SOOI

NOT APPLICABLE; Patient completed

questionnaire herself ........cooovvviinceieiece et

Interviewer Comments and observations not otherwise specified:
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APPENDIX G Daughter Questionnaire (English/Spanish)



CODED
ENTERED

VERIFIED

COVERSHT.DTR VERS. 1/01

Aging Families and Breast Cancer:
Multigenerational Issues

Daughter Interview

ID#

Time Started

Time Ended

am/pm

am/pm




.

TIME BEGUN:
/ a.m./p.m.
SOCIODEMOGRAPHIC QUESTIONS
1. What is your date of birth?
/ /
month day year
2. What is the highest level of schooling you have completed?
Eighth grade or €SS ......ccviiviiciieiiiece et s 1
Some High SChool.......covciiiriiiiriccesre e sessssese s sesenns 2
High School Graduate or GED.......ccccoivevinininiieiinnienesseeseesesseneseseseesenens 3
SOME COLIBEE ......ceeecurrerererriririree e reeeesesse s e b sesssssssss s s sesssssseasaebebeseneseae 4
ASSOCIALE’S DEGIEE .....vvveiiiiierrserierereiesieee sttt ser s st sse e sa e e saesenebesssseserens 5
Technical or vocational SCHOOL..........ccccvinvrinineeee e 6
COllEZE DIEEIEE......c.covireririerrircrteerteeets e s serisas et s tesesessasesse s e s sensssssseseseann 7
Some graduate SChOOL.......ccccvciiiriciecrreee et renees 8
Graduate or professional degree..........cvrvrrererrvrneiies st 9
3. How would you describe yourself? Would you say you are...
WHEEE covvitiiiciicc ettt e s bbb s s s bbb ae bt 1
Black/African AMETICAN.......ocvvervvreire et sessssassssese e ssnesenas 2
Asian or Pacific ISIander ...........ccvivrnnereeininininssnnssnneeesesse s sessssssssesens 3
American Indian/Alaskan NAtIVE ..........oeevveerereeriininei e 4
Other (SPECIFY ) ettt e nas 5
A. Are you of Hispanic origin or descent?
Y €S ittt sttt s n e I
NO sttt et aenenene 2
B. Do you consider yourself'to be...
PUerto RICAN ..ottt see s 1
DOMINICAN ...ttt sess ettt er e 2
CUDBAN ...t 3
MEXICAN ..ttt et r s s 4
ECUAOTEAN ...ttt e e nn 5
COIUMDIAN ...ttt 6
Spanish or EUTOPEaN.........cvvuveeiieeerieereterereceeste et eres et e e nsessenas 7
Something else (SPECIFY: ) JRTTR 10

DEMOGRAF.DTR

(ASK A)
(ASK A)

(ASK A)

(ASK B)

BRDSIMO
BRDSIDA
BRDS1YR

BRDS2

BRDS3

BRDS3A

BRDS3B




Are your currently employed, not employed, on disability, out on sick leave, or something else?

EMPIOYEd ...ooviiiiiiiiiece ettt e ve bbb sa e aen 1 (ASK A)
DISADIIEY vovveviiir ittt ettt ettt reereaenee 2 (ASKCQO)
SICK LEAVE ..ottt ve e et areen e s enes 3 (ASK C)
Not employed, laid off, looking for Work.........ccccoveverneerviiinnnrienrecnene 4 (ASK B)
REUIEA ..ottt ettt re ot sbenssbenens 5 (ASK C)
In school and Not WOTKING .......ccuuevereerninniriricceceree e sesee 6 (ASK B)
KEEPING NOUSE ...cveeieiricteeic ettt sttt 7 (ASK B)
Other (SPECIFY ) JSOTTR 8 (ASKB)

A. (IF EMPLOYED) About how many hours do you work in an average week?

# of hours IF LESSTHAN 35 HOURS GO TO D.

IF 35+ GO TO Q.5.
B. Have you ever held a job which lasted for six months or longer?
Y Sttt e 1
INO ettt 2 (IFNO,GOTOQ.8)
C. In what month and year did you last work?

/
month  year

D. (IF WORKING PART-TIME OR NOT WORKING) Are you (working part-time/
not working) because of your mother’s illness?

What kind of work (do)(did) you do? That is, what (is)(was) your job called? (PROBE, IF
NECESSARY) What (do)(did) you actually do in that job? What (are) were some of your main duties
or responsibilities?

Occupation:

Job Title:

Duties:

A. What kind of company or industry is that? What do/did they do or make at the place where
you work(ed)?

Are/Were you self employed in your own business, practice, or working without pay in a family
business (on your main job)?

Yes, self employed ........ccocvcvvieivvieiieeecreece e, 1
No, work for SOmeone €lSe...........coovvveeeeeveeerereeereeeereereerens 2

DEMOGRAF.DTR 2
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7.

(What is/When you were working, what was) your annual salary before taxes from your job?
I’ll start reading off a list of income ranges; just stop me when I reach the category that includes
your income.

85,000 OF 1€SS....uoivieiiieieieeereiers ettt cte e ere e bt enese et e rereasnenen 1
85,001 = $10,000.......ccciiiriririeiereiereeeerebersen e en e eer e 2
S10,001 = B15,000......cccccuicriieiecrieerierereeeerreeer e e see st s sresesasreareanas 3
$15,001 = $20,000......ccciiirierireieeiiereee et er bbb s 4
520,001 = $25,000......cciviirieiirirreririererie ettt reae 5
825,001 = $30,000......c.ccomiiieirieireeeeiereeee et nn 6
530,001 = $40,000........ccoiiiieirirerreineee ettt s ere st s senees 7
$40,001 = $50,000......c.cccieierrerrrerreeeirete e ettt st erenn 8
$50,001 = $60,000.......cccecrieierereerieceereirie s eveerere et 9
$60,001 = 870,000 .....cueiieiiiiciecreeceereeecree e s 10
70,001 = $80,000......cc.ccciieririereeeiirierereete e ereseesreseresseeresreeesesetsesnens 11
$80,001 - $90,000.........ccorieriireereceeseeeeer e s e e sereereene e 12
$90,001 = $100,000........cooiiiiireeiieeree ettt sresaeer s e 13
F100,001 OF MIOTE ..ttt ettt sn et sansne o 14
D05 NOt KNOW ....ocuviiiereiiieeect ettt 97 (ASK A)
ReEfUSES t0 AIWET ...ocuviieeie ittt s ers e sreeneen 99 (ASK A)
A. Can you tell me if it was...
Less than $25,000 & YEar T ..c.cevvvvvvevererrerinireseneseeeseeereseeennns 1
More than $25,000 @ YEaTr ........cceerveerrereiniereiirereeereeereriseveninns 2
DOESN’T KNOW; REFUSED ..ot 3

What is your current marital status?

MAITIEA ...ttt ettt e b e st seeneereas 1 (ASK A)
IF VOLUNTEERED: Living with a partner ...........cccococeecveieenrevenenennn, 2 (ASKA)
DIVOICEA ......coioirieireieriest et eb et srs s st ae e asasons 3
SEPArated ......coeeiiierrirere e 4
WHAOWEL ...ttt s 5
NEVEr MAITIEA .....voviceeeiieietieeet ettt et e se e e 6

A. How long have you been (married/living together)?

number of years

Do you have any children?

YeS.oowinnnnnn ettt e bt e st b ene s erest et te e ens 1 (ASK A)
INO ot r ettt st nen e e 2
A. How many children do you have?

number of children
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107 Could you please tell me who lives with you in your household? IF R. LIVES ALONE GO TO IN Q.

11. (ASK A-C FOR EACH PERSON IN HOUSEHOLD) (NOTE: IF HOUSEHOLD
COMPOSITION HAS CHANGED FROM THE USUAL, CODE FOR COMPOSITION IN THE
LAST MONTH), PROBE: Anyone else?

A. What is their B. Sex C. What was his/her age on
relationship to you? Male Female his/her last birthday?
Pers. 1. 1 2
Pers. 2. 1 2
Pers. 3. 1 2
Pers. 4. 1 2
Pers. 5. 1 2
Pers. 6. 1 2
Pers. 7. 1 2
Pers. 8. 1 2
11. So, including yourself, the total number of people living

in your household is:
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NEED FOR ASSISTANCE/TYPES OF CARE PROVIDED BY DAUGHTER

I'm going to read you a list of activities that your mother may be receiving some assistancewith. As I read each
activity please tell me if you or someone else is helping herwith the activity. (CIRCLE ALL THAT APPLY)

Mother Daughter ~ Someone
Does it Provides Provides Not
Herself Help Help Done

Record relationship

1.

Light housekeeping such as
dusting. Does your (mother)

do this herself, do you help,

does someone else help, or is this

to the daughter

not done? (Who? ) 8
2. Heavy housekeeping (Who? : ) 8
3. Cooking and meal preparation (Who? ) 8
4. Shopping for clothes & household items (Who? ) 8
5. Grocery shopping (Who? ) 8
6. Bathing and showering (Who? ) 8
7. Home health care tasks (Who? ) 8
8. Getting dressed (Who? ) 8
9. Using the toilet (Who? ) 8
10.  Geting in and out of a bed or chair (Who? ) 8
11.  Traveling to medical appointments (Who? ) 8
12. -Traveling for other purposes

(work, visiting, or errands) (Who? ) 8
13.  Filling out forms (insurance claims,

medical forms, applications for

financial benefits) (Who? ) 8

NFASSIST.DTR
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BRDAIRI
BRDAIR2
BRDA2
BRDA2RI
BRDA2R2
BRDA3
BRDA3RI
BRDA3R2
BRDA4
BRDA4RI
BRDA4R2
BRDAS
BRDASRI
BRDASR?2
BRDAG
BRDAGRI
BRDAGR2
BRDA7
BRDA7RI
BRDA7R2
BRDAS
BRDASRI
BRDASR2
BRDA9
BRDA9RI
BRDA9R?2
BRDAI10
BRDAI10RI
BRDAI0R2
BRDAII
BRDAIIRI
BRDA11R2
BRDAI2
BRDAI2RI
BRDAI2R2
BRDAI3
BRDAI3RI
BRDA13R2



14,

15.

17.

18.

Handling banking-related tasks

Obtaining information about
her illness or treatment

Obtaining illness-related
financial counseling or
advice for (her/him)

Obtaining illness-related
legal counseling or
advice for (her/him)

Arranging for formal home
or health care assistance

NFASSIST.DTR

Mother
Does it
Herself

Daughter ~ Someone
Provides  Provides
Help Help
Record relationship
to the daughter
2 3 (Who? )
2 3 (Who? )
2 3 (Who? )
2 3 (Who? )
2 3 (Who? )

Not
Done

BRDA14
BRDA14R1
BRDAI14R2

BRDAIS
BRDAI15R1
BRDAI15R2

BRDA16
BRDAI16R1
BRDA16R2

BRDA17
BRDA17R!
BRDA17R2
BRDAI8
BRDA18RI
BRDA18R2



(X

ILLNESS PREDICTABILITY

1. [ usually know when my mother is going to have a good or bad day. Do you. . .

SITONGLY ABIEE......c.ceiuriirrirerisesctese ettt e es sttt s et es sttt enesenessesee s
SOMEWNAL AZTEE........cocvivieeee i eb sttt ses st
Neither agree NOr diSAree .......oev v vrerreeiirir ettt
SOMEWNAL AISAZIEE ...ttt et sesaeeas
SroNGLY diSAZIEE ....cvcviiieeeeeeeeeecceeeeee et r et e et eaneae

2. It is clear to me when my mother's illness is getting better or worse. Do you. . .

SITONGLY ABIEE...vuvevtrieiceerereeste ettt sttt sr ettt st st tesesesasaees
SOMEWNAL ABTEE ......ecvvevieecieteetet sttt s et ss s st
Neither agree nor diSAZree ..........cceueuverenrinrireirrnnnessese et saes
SOMEWhAt dISAGIEE ......c.couevreeirrercrerinirinr ettt
SrONGLY AISAZIEE .....vevieicieieietere ettt sttt ee e n s e eranenen

3. I can generally predict the course of my mother's illness. Do you. . .

SITONGLY AZTEE .....ciiieeiieiirererese ettt es ettt tes st ee st seetseassee e
SOMEWRAL AELEE ...ttt sa s
Neither agree NOr diSAZIEE ..........cvvvvvrrererrerieeesite ettt enes
SOMEWNAL AISABIEE . ...ovvcvriererieic ettt ettt e e st erneene
SONGLY QISAGIEE ....vivreeriiiiieicsectee ettt e ee s eet s eeresseseenesensenens

4. My mother's physical distress is predictable. Do you. ..

SETONGIY BRI ....c.oieieieiiiiiieretetcei ittt st b et s e eeeen e etes e st senenenaen
SOMEWRAL AZIEE......cvucvuviveirieietriet et e et ene e seene
Neither agree N0r diSAZIEe ........vuviereeieiireeiieie et er e ereres
SOMEWNAL dISAGIEE ...ttt n e aene
SrONZLY AISAZIEE ......eeevieerrerieiereesiree ettt er et et er s s seneeneene
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. APPRAISAL OF PERSONAL CONTROL OVER ILLNESS

. How much personal control do you think you have over the amount of fatigue your mother BRDPCI
experiences from day to day? Would you say you have . . .

INO CONEIOL ...ttt ettt e b et sa s e bean 5
Very HEtle CONLIOL... ..ot 4
A moderate amount 0f CONLIOL......c.oeierrierneiirnere et s 3
QUIE @ DIt OF CONIIOL...vevieeeieri ittt sssera e e e v e seeansasasnans 2
An extreme amount 0f CONTOL.......ccoevvrvreiiniiireirrre et 1
DOES NOT APPLY ..ottt ereeeseieiertie et st sresesesesesnene 8
2. How much personal control do you think you have over the amount of discomfort your mother BRDPC2

experiences from day to day? Would you say you have. . .

NO CONIOL...tiiiiiceceeceeee ettt ettt e et se et bea st e s essebaseneennes 5
VEry HEIE CONIIOL....covviuviriiriieiriccsier ettt eveere et er e s b e bebensens 4
A moderate amount 0f CONLIOL........cveuieeriiecineirtnetece ettt et eve s 3
QUIte @ Bit OF CONITOL.....ovviviicriiieer ettt vt sr e st sb et s s 2
An extreme amount 0f CONLIOL .......cciviviiriinierireieree e e sre e s 1
DOES NOT APPLY ..ottt evssisa et eve s es ettt et ebe s s nn e et e 8
3. How much personal control do you think you have over the amount of immobility your mother

experiences from day to day? Would you say you have. . .

INO COMITOL..iiiiriiiieecietct ettt et s e b e e be st rsae st e st esnereenasnneseenens 5 BRDPC3
Very little CONLIOL.....coiviiiviiericieeictre ettt b e b b e 4
A moderate amount 0f CONIOL.........covereveeerieeireeeieree ettt seane 3
QUite @ Dit OF CONLIOL.....cviveeieerieiiteeeie ettt ae e s sr s benes 2
An extreme amount 0f CONLIOL.......cvciiveriiiiriiecinecec e e 1
DOES NOT APPLY ..ottt ettt es e sv e st ss s 8
4, How much personal control do you think you have over the amount of pain your mother

experiences from day to day? Would you say you have. . .

NO COMITOL ..ottt st s s bbb s aaa s e s esenes 5 BRDPC4
Very Tittle CONTIOL.......ccuiiiiriiiic et 4
A moderate amount 0f CONIOL........corrrerirrercerier e es e 3
QUIte @ DIt OF CONIOL....ovivicveicieictetieteeet ettt st asrans 2
An extreme amount 0f CONIOl .......cocvuevrriireiiirinirce e 1
DOES NOT APPLY ..ttt sttt sssse sttt sessrssssssss s s sesanes 8
5. How much personal control do you believe you have over the long-term course of your mother's

illness, (that is, whether it will improve or at least not worsen in the future)? Would you say you have. . .

NO CONIOL ...ttt ettt et et 5 BRDPCS
VEry Titt]e CONMIOL.....oiiiiiiecscectcecieser ettt et en e 4
A moderate amount Of CONTOL......cocerrrrerierceiesieeiiiee et 3
Quite @ bit Of CONMTOL..u.viviieiiiiceceeiee et et en e 2
An extreme amount of CONtrol..........ccocevevrvevevieicciiieeceeeeee et l
DOES NOT APPLY ..ottt ettt es s ee et 8
6. How much personal control do you think you have over the medical care and treatment of your

mother's illness? Would you say you have. . .

NO CONETOL .ttt ettt ettt et e e et e e et e s e et est et aesaseneeneanesan 5 BRDPC6
VErY JItte CONTIOL......iiierieeeciceer ettt ettt ee et seenenenen 4
A moderate amOUNt OF CONIOL .....uvviiiiiiriieicriieeeee et ee e s te e et e ee e ereseranes 3
QUItE @ DIt OF CONIOL......iiiieirieiiece et s s s ean e 2
An extreme amoUNt OF CONEIOL . ..uivviiiiiiiiiietiee et eeseeeeeee et e e e ses st essesseeeseesensesns 1
DOES NOT APPLY ...ttt vttt sttt esae e e s eas e st neneseesnenean 8

PCONTROL.DTR 8




: FILIAL OBLIGATION

In this next series of questions, we will be asking you your opinions about help in the home

1.

o

Married children should live close to parents to provide care. Do you. . .

SEIONEIY AGIEE ....eevieeitiiietee ettt ettt bbb s
SOMEWNAL AETEE......cuicieriiceiieiiiceire e e bbb bbb nr e et be e ens
Neither agree NOT diSAEIEE .......cvvveeeieeieiireneene et tenees
SomeWhat dISAZIEE .......ccvcvevieiieiciete ettt er bbb s aeee
SHONGLY AISAZIEE .....veevivivieiieeirctircree et s et b e st er e nens

Children should not be expected to do tasks for their parents. . .

SEONGLY AEICE ....ocvvieieiieteeeceee ettt s s se ettt s aensebens
SOMEWNAL ABTEL........ceeiriieeerer ettt ettt s e
Neither agree nor diSAZree ..........cvvreereveiieiricerninieirerercst e
SOMEWhAL dISAZIEE ....vvvcriieeecicriee ettt e ase s enes
SIIONELY dISABIEE ....cveveeverieeriiietitee ettt ve st s et n b sesenans

Parents should expect adult children to assist them. . .

STFONELY BZTEE .. .veviviiiireieiiereteis et ettt s ss s s sas e rese e s sesnsenerenessene
SOMEWHAL QBT ......cucuriierereiiee et sa et ess st esebes st beb s beseasnane
Neither agree nor diSABree ..... ... evverreerierrinreirinieiree ettt se s sseenes
SOMEWNAL AISAZIEE ......cveviireeiririerieeceiier ettt s s be st ssne
SrONGLY AISAGIEE .....ocvvevecveeeiecr ettt ettt ettt ste st e nereetesresaers

It is a child's duty to assist parents. . .

SIONGLY ABICE ... vuvurrurrrerieerereetee et es st erabebes st te s tebs e st sebsteseaeseresens
SOMEWNAL ABTCE ...ttt st sa b st s s s s s s s nes
Neither agree NOr diSAZIEe ........cvueuvieeereeiriririeiieeinirieisensses e esesss e sstesenssssnens
SOMEWhAL AISAZIEE ...ttt ve b et s et st b b s srassessans
SONGLY AISAZIEE ....vvvvevrveririrrrereresre st s s e s s s s s sesesens

It is preferable to pay a professional for assistance with caregiving. . .

SEEONGLY AEICE....vivicviieiitiite ittt ettt st st e e eeas et eateseeseeeneetesaeetessesaraeen
SOMEWNAL ABTEE .......cuviirerieietr ettt e bbb ee
Neither agree nor diSagree .........c.cvcvcveceneninrnrnisee e e
SOMEWhA dISAZIEE .....viviiirereicreriie ettt sttt erer et steesnes e
STONGLY AISAZIEE ......cviiiii ettt s

Paying for professional help means a relative is not taking responsibility. . .

SITONGLY BETEE....eeicieteiciieieire ettt ettt esenesenenenee
SOMEWRAL ABLEE ..ot
Neither agree nOr diSAZIEE .......c..eveveurernrrirriniieiesie et
SOMEWNAL AISAZICE ....cvuvuieieeiiiererisete et ettt s s e eeeseeseeee
SrONGLY dISAZIEE ...ttt ettt e en e eeneeeeens

It is better to give up a job to provide care than to pay a professional. . .

SHEONGLY AZIEE ..ot b bttt ettt ea et eneeenenenenens
SOMEWNAL ABTEE ... vttt es e
Neither agree NOr iSABIEE .....ocvvevieieerieretrre ettt
SOMEWRAL AISABIEE ...ttt e sttt
SIONELY QISAEIEE ..vuvevieieiciteeccecee ettt sttt ettt ea s eeneaeeseeaeenas
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R CES-D SCALE
I will now read you a list of the ways you might have felt or behaved during the past week. As1read
each statement, please tell me the category which best describes how often you have felt this way
during the past week.

Rarely Or
None Of Some Or Occasionally Most Or
The Time A Little of Or A Moderate All Of
(Less Than The Time Amount of Time The Time
1 Day) (1-2 Days) (3-4 Days) (5-7 Days)
During the past week:
1. I was bothered by things
that usually don't bother me.
Would you say you felt this
way. . . 1 2 3 4
2. I did not feel like eating;
my appetite was poor 1 2 3 4
3. [ felt that I could not shake
off the blues even with help
from my friends or family 1 2 3 4
4. Ifelt that I was just
as good as other people 4 3 2 1
5. I had trouble keeping my mind
on what I was doing 1 2 3 4
6. I felt depressed 1 2 3 4
7. I felt that everything I did
was an effort 1 2 3 4
8. I felt hopeful about
the future 4 3 2 1
9. I thought my life had
been a failure 1 2 3 4
10. I felt fearful 1 2 3 4
11. My sleep was restless 1 2 3 4
12. T was happy 4 3 2 1
13.  Italked less than usual 1 2 3 . 4
14.  1felt lonely 1 2 3 4
15.  People were unfriendly 1 2 3 4
16. Ienjoyed life 4 3 2 1
17. I had crying spells 1 2 3 4
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18. I feltsad

19. I felt that people disliked me

20. Icould not get "going"

21.  1felt alone or cut off from
other people

CES-D.DTR

Rarely Or
None Of

The Time

(Less Than

1 Day)

Some Or Occasionally Most Or
A Little of Or A Moderate All Of
The Time Amount of Time The Time
(1-2 Days) (3-4 Days) (5-7 Days)

2 3 4
2 3 4
2 3 4
2 3 4

BRDCESI18

BRDCES19

BRDCES20

BRDCES21



STATE-TRAIT ANXIETY (MODIFIED - STATE ONLY)
I am going to read you a number of statements which people have used to describe themselves.
As I read each statement, please give me the answer which seems to describe how you feel right now.
Not at Moderately Very
All Somewhat _So Much So

1. [ feel calm. Would you say

this describes how you feel. . . 1 2 3 4 BRDSTI
2. I feel secure 1 2 3 4 BRDST2
3. [ am tense 1 2 3 4 BRDST3
4, [ feel strained 1 2 3 4 BRDST4
5. I feel at ease 1 2 3 4 BRDSTS
6. I feel upset 1 2 3 4 BRDST6
7. I am presently worrying

over possible misfortunes 1 2 3 4 BRDST7
8. 1 feel satisfied 1 2 3 4 BRDSTS
9. [ feel frightened 1 2 3 4 BRDST9
10.  Ifeel comfortable 1 2 3 4 BRDST10
I1. I feel self-confident 1 2 3 4 BRDSTI11
12.  Ifeel nervous 1 2 3 4 BRDST12
13, Tfeeljittery 1 2 3 4 BRDST13
14. I feel indecisive 1 2 3 4 BRDSTI14
15.  Ifeel relaxed 1 2 3 4 BRDSTI15
16. I feel content 1 2 3 4 BRDST16
17. I feel worried 1 2 3 4 BRDST17
18. 1 feel confused 1 2 3 4 BRDST18
19. I feel steady ’ 1 2 3 4 BRDSTI19
20. I feel pleasant 1 2 3 4 BRDST20
STATRAIT.DTR 12




' PHYSICAL BURDEN
1. Some people experience physical strain associated with caring for an ill person. Since
the diagnosis, how much physical strain would you say you have experienced caring for
your mother? Would you say. ..
A great deal Of StraiN......ccoccvvveveviii e 4
A moderate amount Of SIrAIM ........cocvvvrerereeeineienr e 3
A Tl STrAin OF .viieeiiicici et es b e 2
NO SITAIN oot s bbbttt rerenenans 1
2. Since the diagnosis, have you ever (been called/had to get up) during the night to take care
of your mother?
Y €S ettt b enbns 1 (ASK A & B)
NO ettt s n b anas 2
A.  How many times has that happened since the diagnosis?
# of times
B. (ASKIF R. LIVES WITH PATIENT) On those nights when you had to get up to take care
of your mother, how many times did you usually get up?
ONE tIME ..ottt st s bbb s ane 1
ZHINES oottt ettt 2
34 MBS ...ttt b st 3
S5 HIMES OF MOTE.....ovvrieririririeieiseeiesseessesssee s sases et snssas s seebesesesassebns 4
3. To what extent has caring for your mother affected your energy for your regular ..
daily activities? Would you say that you have. . .
As much energy as you had before..........ccooeevvvveeieicriieecce e, 4
A LIt 1655 ENETZY w..vruvrvevireriieieciercee ettt 3
Somewhat 1655 ENEIZY, OF .cvcvcveriririieieeiivie ettt 2
A TOL 1SS ENETZY e.vovvvriiretererererceeeeee ettt ee e 1
TIME BURDEN
L. As a result of your caregiving since your mother’s diagnosis. . .
YES  NO
a. Have you cut down the amount of time
you spent doing your regular daily activities? .........cocevevvivemreeerreereeerserenn, 1 2
b.  Accomplished less than you would LK ...........c.evevervrvverieieeieeeeeeeeeeeeen 1 2

¢. Don't do your regular daily activities
S Carefully as USUAL.........ccovviievceierereeiie ettt 1 2
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SOCIAL BURDEN
l. How frequently do you feel as though you don’t have enough time to take care of your
own household duties and tasks? Would you say...
OFtEN ottt et sttt ns 4
SOMELIMIES .....ccvviiirietie sttt st 3
RaArELY oot 2
NBVET .ttt e se et et s b s r e e s b et eab ek be s b neemeene 1
2. Since your mother’s diagnosis, to what extent has your mother's illness made it difficult for
you to establish a daily routine and plan activities? Would you say. . .
INOE AL AL 1
Only @ lEHE...c.ciiiiiieiee et nn 2
SOMEWNAL ..ottt es bttt eesees 3
A Great deal ... et 4
3. Since your mother’s diagnosis, to what extent has your mother's illness made
you reduce the amount of time you spend with other family members? Would you say. . .
NOE AL ALt e 1
OnlY @ HELE. c..voveiiicii e es ettt an s 2
SOMEWHAL......oiivreeiirieiinrt et sr e s s nss s nre e sesanas 3
A Zreat deal.....c.ocueuiiieeiiiccc ettt e en b en 4
4. Since your mother’s diagnosis, to what extent has your mother's illness made you reduce
the amount of time you spend with friends, neighbors, and acquaintances?
Would you say. . .
NOtat @ll..coiiiii e 1
ONLY @ HEEE. ..ottt 2
SOMEWRAL ..ottt ettt ass s beses s 3
A great deal....coovivieieiiiccc et 4
IF VOLUNTEERED: Never did this .......cccoeevevverievirnccreeeeeceeieeenenens 8
5. Since your mother’s diagnosis, to what extent has your mother’s illness,

made you reduce outside activities, such as going on vacation or having a hobby?

NOt AL ALt r st 1
OnlY @ TIHIE....viiiririre ettt 2
SOMEWNAL ..ottt bbbt 3
A great deal ...ttt 4
IF VOLUNTEERED: Never did this .......cccoevevvvieieceeeee e, 8
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EMPLOYMENT BURDEN

IF R. IS NOT CURRENTLY EMPLOYED, GO TO NEXT SECTION - “FINANCIAL BURDEN”

EVERYONE ELSE, ASK:

1.

Since your mother’s diagnosis, on how many days would you say you have come in to work
late or left early because your mother felt sick and you could not leave him/her alone, or because you

had to escort him/her to the hospital or medical appointment, or because you had to run errands for him/her?

# of days

Since your mother’s diagnosis, how many days have you taken off from work as “sick” days, vacation
days or personal days due to you mother’s illness, such as when she felt sick and could not be left alone,

or you had to escort him/her to the hospital or to a medical appointment, or had to run errands for him/her?

# of days

IF ANY DAYS, ASK: How many of these days off from work did you have to take without pay?

# of days

Since your mother’s diagnosis, to what extent has your caregiving affected your ability to concentrate
on the job, or in any other ways affected your ability to put in a good day’s work? Would you say...

TOo @ great eXteNt ........uiviiiiii i 4
TO SOME EXIENE ... eveiiiiiii i e e 3
Toasmallextent ..........c.ccoeiiiiiiiiiiiii 2
Notatall ..o, 1
IF VOLUNTEERED: Does not apply, self-employed, freelance .......... 8

Since your mother’s diagnosis, to what extent has your caregiving created problems for you with your

supervisor or co-workers because of missed time from work or poor work performance? Would you say...

TO @ great eXteNt .........oiuviniiiitiit e 4
TO SOME EXTENE ...evuiiiiie et e e 3
Toasmall extent .........coooivviiiiiiiiii 2
Notatall oo 1
IF VOLUNTEERED: Does not apply, self-employed, freelance .......... 8
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FINANCIAL BURDEN
1. Since your mother’s diagnosis, to what extent has your mother's illness caused you
to pass up opportunities to improve your financial situation, such as turning down a promotion,
not seeking additional sources of income, or passing up job opportunities? Would you say . . .
TO @ GrEAt EXIENT ...cvverieeeriieiiicteiste ettt ettt ettt r e bbbt nas 4
TO SOME EXLENL L.ttt et 3
T0 @ SMAI BXIENL ..ottt sttt s e ran e er s nns 2
NOT AL L1ttt bbbt 1
2. Some people find that taking care of someone that is ill can financially affect their usual
habits and lifestyle. How much has taking care of your mother changed your financial habits
and lifestyle since your mother’s diagnosis? Would you say it has made . . .
Many changes in your usual ways of IVINZ ..cccccveereerieeeererreinieieeeereeeee e 4
SOME ChANEES ...ttt ettt re st r s s 3
A fEW ChANEES ...veiiciiree et bbbttt 2
NO Changes at All .......cvvvvieieiiirereceeeere et senens 1
3. Illness can often cause financial problems. How serious are your financial problems due to
your mother’s illness since the diagnosis? Would you say . ..
VLY SETIOUS ...cveviuiriiriieieierite ettt e b sttt sttt sa bbbt st aa e s ansbesese s s ene 4
SOMEWhAL SETTOUS .....vvuetitrieretetetrie vt ete et seae et ee s rebessrnsarassesssessebeseannenas 3
NO VETY SEIIOUS.....vcuirrieriernrietsie s ereesasasesssseesass s b esssassen s sesesebessetesese e bensnnns 2
No financial problems at all...........ccovrereciriecinninn e 1
4. Since your mother's diagnosis, have you had any extra expenses because you
have been caring for your mother that you would not have had otherwise, such as paying for
special food or household items for (her/him), or extra transportation or telephone costs?
YOS et b es b es b e b e e s e e s r et ne 1 (ASKA)
NO ettt e b e bttt ae ettt etene 2
A Since the diagnosis, approximately how much money have you spent on these
extra expenses? Would you say . . .
LSS than $50 ...ttt e 1
ST =8T00 et 2
FLOT = 8200 .o 3
$20T = 8500 .. bt 4
BS0T = $1,000 ..ot 5
More than 1,000 .........ooiiiieieiieeeieet ettt e e e e e este st ereeenns 6
5. (Apart from these out-of-pocket expenses), do you provide any financial support to

your mother to help with illness-related expenses?

Yes........ S OO ORI 1 (ASK A-C)
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. s A Since the diagnosis, have you had to, as a result of your mother’s illness. . .
YES NO
USE SAVINES ..oveviiererieriecviseeensaeressesiesesesresteneseesiesessessebessstasaessssasassesnas 1 2
Sell assets like stocks or bonds, your home, a car, major
appliances, investment property, or other real estate
(SPECIFY)__ oo 1 2
BOITOW MONEY? ...ttt sbe s ss e beanas 1 2
B.  Approximately how much money have you spent on your mother’s illness-related
| expenses to date, including savings, or other assets since the diagnosis? | am going to read to
| you some figures; just stop me when I reach the category that includes the amount you have spent.
? Less than $1,000 ..ottt er ettt se b 1
; $ 1,000 = 83,000 .....coueriririiiririiniieeeeenreice et rns 2
; 83,001 - 85,000 ..ot 3
‘ 85,001 = 810,000 ...ceeiieeeecereeeee et 4
‘ $10,001 = $15,000 ..o 5
| 815,001 = 520,000 ...ttt ee 6
| B20,00 14 .ot ee 7
C.  Would you say that the money you contribute has been. . .
A great financial hardship ..o 3
Somewhat of @ hardship ... 2
NOt 8 hardShID . v.ceceeeieecerieic e sane 1
| 6. Since the diagnosis, has your mother had any paid helpers, such as a
‘ nurse, housekeeper, or health aide who were hired to help her due to her illness?
| YOS 1o eeseiseesssess st 1 (ASKA)
Nttt e R bbbt e berss s s s er e s e aenenens 2
A. Do you help pay for this paid help?
Y8 ettt bbb b bttt ettt ettt erens 1
N0ttt eretenes 2
7. Has anyone else, such as other family members or friends, helped to pay for any of
your mother’s illness-related costs since the diagnosis?
Y B et v ettt ettt st ee s eteses e et en et et e st et et etentaetenenres I (ASKA)
Nt e bbb bttt tne 2
A.  Who has helped financially? Please tell me their relationship to you? (PROBE: ANYONE ELSE?)
Sex
Relationship to Caregiving Daughter Male Female
1 2
1 2
1 2
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N NETWORK OF RELATIONSHIPS (Abbreviated)

We are interested in how illness changes relationships. In this next series of items we ask about how your relationship
with your mother has been since her diagnosis and how it was prior to her illness

Not at all The
or a little Somewhat Very Extremely most DNA

1. How much do you and your
mother get upset
or mad at each other?
a. since the diagnosis 1 2 3 4 5 8
b. prior to the diagnosis 1 2 3 4 5 8
2. How satisfied are you with
your relationship with
your mother?
a. since the diagnosis 1 2 3 4 5 8
b. prior to the diagnosis 1 2 3 4 S 8

3. How much do you tell your
mother everything?

a. since the diagnosis 1 2 3 4 5 8
b. prior to the diagnosis 1 2 3 4 5 8

4. How much do you help your
mother with things ‘

she can't do by herself?
a. since the diagnosis 1 2 3 4 5 8
b. prior to the diagnosis 1 2 3 4 5 8

5. How much does your
mother treat you
like you're admired and

respected?
a. since the diagnosis 1 2 3 4 5 8
b. prior to the diagnosis 1 2 3 4 5 8

6. How much do you and your
mother disagree
and quarrel?

a. since the diagnosis 1 2 3 4 5 8

b. prior to the diagnosis 1 2 3 4 5 8
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s Not at all
or a little Somewhat Very Extremely

7.  How happy are you with the

way things are between you

and your mother?

a. since the diagnosis 1 2 3 4

b. prior to the diagnosis 1 2 3 4
8. How much do you share your

secrets and private feelings

with your mother?

a. since the diagnosis 1 2 3 4

b. prior to the diagnosis 1 2 3 4
9. How much do you protect and

look out for your mother?

a. since the diagnosis 1 2 3 4

b. prior to the diagnosis 1 2 3 4
10. How much does your

mother treat you like

you're good at many things?

a. since the diagnosis 1 2 3 4

b. prior to the diagnosis 1 2 3 4
11. How much do you and your

mother argue with

each other?

a. since the diagnosis 1 2 3 4

b. prior to the diagnosis 1 2 3 4
12. How good is your relationship

with your mother?

a. since the diagnosis 1 2 3 4

b. prior to the diagnosis 1 2 3 4
13. How much do you talk to your

mother about things that

you don't want others to know?

a. since the diagnosis 1 2 3 4

b. prior to the diagnosis 1 2 3 4
NTWRKREL.DTR 19
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. Not at all The
or a little Somewhat Very Extremely most DNA

14. How much do you take care of

your mother?

a. since the diagnosis 1 2 3 4 5 8 BRDNR14A

b. prior to the diagnosis 1 2 3 4 5 8 BRDNR14B
15. How much does your

mother like or approve

of the things you do?

a. since the diagnosis 1 2 3 4 5 8 BRDNRISA

b. prior to the diagnosis 1 2 3 4 5 8 BRDNRI15B
16. How close is your relationship

with your mother

a. since the diagnosis 1 2 3 4 5 8 BRDNRI16A

b. prior to the diagnosis 1 2 3 4 5 8 BRDNRI16B

Mother You almost
almost Mother About You always
always does  often does the same often do do DNA

17. Who tells the other person

what to do more often,

you or your mother?

a. since the diagnosis 1 2 3 4 5 8 BRDNRI17A

b. prior to the diagnosis 1 2 3 4 5 8 BRDNR17B
18. Between you and your

mother who tends

to be the BOSS in this

relationship?

a. since the diagnosis 1 2 3 4 5 8 BRDNR18A

b. prior to the diagnosis 1 2 3 4 5 8 BRDNR18B
19. In your relationship with your

mother who tends to take

charge and decide what should

be done? :

a. since the diagnosis 1 2 3 4 5 8 BRDNRI19A

b. prior to the diagnosis 1 2 3 : 4 5 8 BRDNR19B
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IMPACT OF EVENT SCALE

Some time ago your mother was diagnosed with breast cancer. I will now read you a list of comments made by people
facing similar kinds of stressful life events. As I read each statement, think about your mother’s illness and your
experiences since her diagnosis and please tell me how often during the past week each comment was true for you.

Not at all Rarely Sometimes Often
During the past week:
1. Ithought about it when I didn’t mean
to. Would you say you this was true for
you. .. 1 2 3 4 BRDIESI
2. 1 avoided letting myself get upset when
[ thought about it or was reminded of it. 1 2 3 4 BRDIES2
3. I'tried to remove it from my memory. 1 2 3 4 BRDIES3
4. ] had trouble falling asleep or staying
asleep because of pictures or thoughts
about it that came into mind. 1 2 3 4 BRDIES4
5. I had waves of strong feelings about it. 1 2 3 4 BRDIESS
6. I had dreams about it. 1 2 3 4 BRDIES6
7. 1 stayed away from reminders of it. 1 2 3 4 BRDIES7
8. I felt as if it hadn’t happened or it wasn’t real 1 2 3 4 BRDIESS8
9. I'tried not to talk about it. 1 2 3 4 BRDIES9
10. Pictures about it popped into my mind. 1 2 3 4 BRDIESI0
11. Other things kept making me think about it. 1 2 3 4 BRDIESI]1
12. I was aware that I still had a lot of feelings
about it, but I didn’t deal with them. I 2 3 4 BRDIES12
13. I tried not to think about it. 1 2 3 4 BRDIES13
14. Any reminder brought back feelings about it. 1 2 3 4 BRDIES14
15. My feelings about it were kind of numb. 1 2 3 4 BRDIESIS
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PERCEIVED RISK OF BREAST CANCER

1. In your opinion, compared to other women your age, what are your chances of getting breast cancer?
Would you say . . .
MUCKH JOWET ...ttt ebe bt s s enbne 1
SOMEWhAt JOWET .......coiiiiiiiiiriccctcse et 2
THE SAME ...ttt nanes 3
Somewhat higher.......c.cccivriieriiine e 4
MUCh RIZHET .t s S
2. How has your mother’s diagnosis of breast cancer affected your perception of your own chances of
developing breast cancer? Would you say, it has . . .
Had 10 effect ON ME ...cvovvvvriiicecreeie st snane 1
Made me feel somewhat more at risK .......coovveeerrnnreeinnrereeieneeennnnns 2
Made me feel a 10t MOre at FiSK .....ovevereerrereirieie e erereneesenens 3
3. Compared to other women with a mother with breast cancer, what are your chances of developing
breast cancer? Would you say . ..
MUCH JOWET ..ottt s e 1
SOMEWhAL JOWET ...ttt 2
The SAME ..ot nne 3
Somewhat HIgher ... s 4
MUCh NIGHET ..o 5
4. Compared to other women without a mother with breast cancer, what are your chances of

developing breast cancer? Would you say . . .

IMUCK JOWET ..ottt ettt e s enee st e e e s e st e e s sneneene 1
SOMEWRNAL JOWET .ottt st se s e et e seeeeesaeaes 2
TRE SAIMIE ...ttt ee et et e se s e eeneaeesens e neeeseans 3
Somewhat higher . .....ccocviiiiiireiiceee s 4
MUuch higher .....c.covviiiic e 5
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10.

BCQUESTN.DTR

BREAST CANCER QUESTIONNAIRE

What is your height?
_ feet _ inches
What is your weight?
___ pounds

Do you eat 3 or more servings of vegetables a day? (7 serving is about I cup of raw leafy
greens or 2 cup of other vegetables, raw or cooked)

Do you usually drink 1 or more servings of alcohol a day? (7 serving is a can of beer,
a glass of wine, or a shot of hard liquor.)

How old were you when you started your period?

Younger than 15.......coiviinneeineiieeniriore s 1
15 0T Older ...ttt 2

INOTIE ottt ettt ettt st sae st se et se et eneene e et sensasaneen 1
OME ottt ete et st eeteeeesease e etesaeesesessansenseseons 2
TWO OF INOTE ...ttt teeae e e e e s eeesaenes 3

T Y S ettt ettt na 1 (ASK A-C)
Nttt e 2
A. Did you become menopausal before the age of 55?
Y S i e 1
Nt 2
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1.

12.

13.

14.

I5.

17.

BCQUESTN.DTR

B. Are you currently on hormone replacement therapy?
Y ES oot te ettt st 1
N0ttt e e e a e st 2
C Have you ever been on hormone replacement therapy?
Y BS et nenen 1
Nttt e e b 2

A. How many breast biopsies have you had?

(Number)

B. At what age was your first biopsy?

—_(Age)

Do you have any sisters who have ever had breast cancer?

YES ottt et 1
Nttt ettt et bbb 2
A. How many of your sisters have had breast cancer?
(Number)

Is your ethnicity mostly Jewish?

Approximately how many months ago did you have your last mammogram?

(Months)

24

(ASK A-B)

(ASK A)

BRDCQ10B

BRDCQI0C

BRDCQI1

BRDCQ!I2

BRDCQI2A

BRDCQI2B

BRDCQI3

BRDCQI3A

BRDCQ14

BRDCQ15

BRDCQ!16

BRDCQ17




Thank you for your cooperation. Is there anything else you'd like to comment on that we
have not covered in this interview?

TIME ENDED:

/ a.m./p.m BRDHR
hour minutes BRDMN
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: INTERVIEWER REMARKS
1. Did respondent experience or exhibit emotional or psychological problems during the interview?
YOS e s 1 (ANSWER A)
NO e s 2
A. What was the problem?
2. Were there any other problems during the interview?
YOS e e 1 (ANSWER A)
NO e 2
A. What was the problem?
3. Was interview conducted in English or Spanish?
ENGLSh ottt 1 (ANSWER A)
SPaANish ..ot 2
A. How much trouble does respondent have understanding English?
NODE et ettt beaes bbb 1
SOME ot 2
A Zreat dal ...oouvviuiriiieiici et bbb 3
4, Regardless of whether or not interview was completed in one session, did the respondent want to
terminate interview before interview was finished?
YOS e et 1 (ANSWER A)
NO e et 2
A. At what points and why?
5. Did respondent need to complete interview over two or more sessions?
YES et bane 1 (ANSWER A)
NO et 2
A. Reasons given for needing to break up interview

INTERVIE.DTR 26

BRDRI

BRDRI1A1
BRDRI1A2
BRDRI1A3

BRDR2

BRDR2A1
BRDR2A2
BRDR2A3

BRDR3

BRDR3A

BRDR4

BRDR4A1
BRDR4A2
BRDR4A3

BRDRS

BRDR5A1

BRDRS5A2



.

6. * Date interview started:

1
(mo) (da) (yr)

7. Date interview completed:

S
(mo) (da) (yr)

8. Number of interviewing sessions needed to complete interview:

9. Name and ID of interviewer:

NAME LD.

10. Total time spent interviewing;

/
hours minutes

Interviewer Comments and observations not otherwise specified:
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BRDRS

BRDRY

BRDR10



Time Started

CODED am/pm
ENTERED " Time Ended

am/pm
VERIFIED

Aging Families and Breast Cancer:
Multigenerational Issues

Entrevista Con La Hija

Numero De Identificacion Del Paciente:
(Patient ID #)
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«

s

TIME BEGUN:

/ a.m./p.m.

DATOS DE ANTECEDENTES
(BACKGROUND QUESTIONS)

1. ¢ Cudl es su fecha de nacimiento?
/ /
(mes) (dia) (afio)

2. ¢Cudl es el grado més alto de instruccién escolar que usted ha completado?
OCtavo Grado 0 MEMOS .......vuuururveirrieieseeseeeeeeseseeeeeeeeeseresesesesses e 1
Algunos afos de eSCUEIa SUPETIOL ..............c.oveeveeeeceeeeeeere oo ee oo 2
Graduado de escuela superior o recipiente de diploma de equivalencia
8ENETAl (GED) ..ouiiiiiiiiii et e e 3
Algunos afios de COIEZI0 ... 4
Grado @SOCIAAO w..v..vecioiiieii e 5
Escuela vocacional 0 tECnICo ...........uuvuurveeeeceereaeceeeeeeeees oo 6
Grado universitario (bachillerato).................coo.ovueeeeeeereeereeereerceseeeos oo 7
Algunos afios de escuela graduada .............co.ccovvereveeveveroreroreeeescesee oo 8
Diploma licenciado 0 profesional..................cc.eveeveeeeevereersroomiosiososesessos o 9

3 ¢Como se describe usted? ;Dirfa usted que es...

BIANCO oottt 1
NEgro 0 AfTOAMETICANO ......ccovuivuiieeerieeeeeeeeee e ceeeee s eees e 2
ASIAtiCO 0 ISIEOPACITICO .evvvvvvrvvriverieee e 3
De raza indigena-americano 0 alasquefio................ovueveeeeereereeosseoseesosoo. 4
Otra (ESPECIFIQUE) b 5
A. ¢Es usted de descendencia Hispanica?
St 1
INO e oo 2
B. ¢Se considera usted...
PUETIOITIQUETIO ... 1
DOMINICANO .....oooe e 2
CUDANO e 3
MEJICANO ...t 4
ECULOTIANO ...ttt e, 5
COIOMBIANO ..o 6
ESpafiol 0 €UIOPEO ..........vueveeeeeeeeeeeeco et 7
De otra nacionalidad (ESPECIFIQUE) R 10

DEMOGRAF.DTR 1

(PREGUNTE A)
(PREGUNTE A)

(PREGUNTE A)

(PREGUNTE B)

BRDSIMO
BRDSIDA -
BRDSIYR

BRDS2

BRDS3

BRDS3A

BRDS3B




Actualmente, ¢esté usted empleado, desempleado, recibiendo beneficios por incapacidad, fuera de
su trabajo por enfermedad u otra cosa?

EMPIAdO ....iviiiiiiici e 1 (PREGUNTE A)
Recibiendo beneficios por incapacidad..........c..coceververreeierieeeeeseene s, 2 (PREGUNTE C)
Afuera de su trabajo por enfermedad...........co.co.oceeveiveecniosreoe e 3 (PREGUNTE C)
Desempleado, despedido 0 buscando trabajo ..........cccoveveeverrceiesveceveeerersn, 4  (PREGUNTE B)
JUDIIAAO voiii e e, 5 (PREGUNTE C)
Estudiando y N0 trabajando...............e.oveveveeeeeieeeeeeeeeeeeeeeeeeee oot 6 (PREGUNTE B)
AMA A€ CASA.coevviiviiiicse sttt ee e 7  (PREGUNTE B)
Otra (ESPECIFIQUE) e, 8 (PREGUNTE B)

A, (STIEMPLEADO): ;Cuéntas horas trabaja por semana?

nim. de horas (Si menos de 35 horas, pase a la D. Si 35 0 mas, pase a la Preg. 5.)

B. ¢Ha tenido alguna vez un trabajo que durara seis meses o0 mas?
S sttt 1
O ettt 2 (Pase alaPreg. 8.)
C. ¢En qué mes y afio trabajo usted por tltima vez?
!

(mes) (affo)

D. (SITRABAJA TIEMPO PARCIAL O NO TRABAJA): (¢ Trabaja usted tiempo parcial o no
trabaja) debido a su enfermedad?

¢Queé tipo de trabajo (hace/hizo) usted? Es decir, ¢qué titulo (tiene/tenfa) en su trabajo? (INDAGUE SI
ES NECESARIO.) ¢Qué (hace/hacia) en su trabajo? ¢ Cuales (son/fueron) sus responsabilidades principales

Ocupacion:

Titulo:

Responsabilidades:

¢Qué clase de compafifa o industria es esa? ;Qué hacen en el lugar donde usted (trabaja/trabajé)?

¢ Es/fue usted empleado en su propio negocio o practica, o trabaja/trabajé sin sueldo en un negocio familiar
(en su trabajo principal)?

DEMOGRAF.DTR 2

BRDS4

BRDS4A

BRDS4B

BRDS4CMO
BRDS4CYR

BRDS4D

BRDS5

BRDS6



7. ¢Cul fue o cual es su salario bruto anual? Le voy a leer una lista de cantidades de ingreso. Le pido que
me indique cuando me acerque a la categoria que incluya su ingreso.
85,000 0 MENOS......couiiiieiiieeeecee et 1
35,001 510,000 .......ooiireioeeieeeeeeeeeeeee oo 2
810,001 @ 815,000 ......corirerrreeeeeeeeeeeeeeeeeeeeeeeeeee e 3
315,001 2820,000 .....coommirermieeceeeeeeeeese oo 4
$20,001 @ 825,000 ......ccvvevmmrreriecereeeeeeee e 5
$25,001 2 330,000 .....cooonvrrerreeereeeeeeeeeeeeeeee e 6
$30,001 @ 840,000 ....ocvvvvvmmrriereeeeeeeeeeee oo 7
$40,001 @ 850,000 ......ocvoeerereeeeeee e eneer e 8
850,001 @ 360,000 .....ouuvverieoeeeeeeeseeeee e eee e 9
$60,001 @ 870,000 ...o.ovoeeeeeereeeeeeeeeeeeeeeeese e 10
570,001 @ 880,000 ......ocvvooromeeeeoceeeee s 11
$80,001 @ 890,000 ....comvvemrereieeeeeeeeeres e 12
890,001 2 $100,000 .....ocouvvveereerieeeeeeeeeeess s 13
$100,001 0 MAS......ooivvuirernrireeeeeeeees oo eeeseeee e 14
NO SBDE ...ttt 97 (PREGUNTE A)
RENUSA rESPONAET ..o 99  (PREGUNTE A)
A. ¢Me puede decir si fue...
Menos de $25,000 al afi0, 0........ooeeeveeeveeeeeeeeeseeeeeee oo, 1
Mas de $25,000 al @fI07..........cveeeeeeeeeeeeeee oo, 2
NO SABE; REHUSO .........ooovvoviereeeeereeseseeeneeeeesee oo 3
8. ¢ Cuadl es su estado civil?
CASBAR ...ttt 1 (PREGUNTE A)
(STEXPRESADO POR EL ENTREVISTADO):
ViVIENdo CON SU PATEJa......vcevvnrvveereeeeeeesee e 2  (PREGUNTE A)
DIVOICIAAA ...oo.oooo e 3
SEPAAAA ..o 4
Enviudada ... 5
Soltera/NUNCa Casada ............cvveevooerreeereeeeeeeeeeseeessee oo, 6
A. ¢ Cuanto tiempo hace que esta casada/viviendo con su pareja?
num. de afios
9. ¢ Tiene usted algunos hijos?
S et 1 (PREGUNTE A)
NO et 2

A ¢, Cuantos hijos tiene usted?

num. de hijos

DEMOGRAF.DTR 3
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1.

~

Me puede decir, por favor, ;quién vive con usted en su hogar? (PREGUNTE DEL A AL C PARA CADA
PERSONA EN EL HOGAR.) (S HA CAMBIADO LA COMPOSICION DEL HOGAR DE LO
USUAL, CODIFIQUE DE ACUERDO A LA COMPOSICION EN EL ULTIMO MES.) INDAGUE:

¢Alguien mas?

A. ;Cudl es el parentesco B. Sexo C. ;Qué
entre usted y ... Varén Hembra edad tiene?
_’M,.v.-—-——/
Persona 1 ] 2
Persona 2 1 2
Persona 3 ] 2
Persona 4 1 2
Persona § 1 2
Persona 6 1 2
Persona 7 ' 1 2
Persona 8 1 2

Incluyéndose a usted, el nimero total de
personas que viven en su hogar es:

DEMOGRAF.DTR 4

BRDSI0R1
BRDS10S1
BRDS10A1

BRDS10R2
BRDS10S2
BRDS10A2

BRDSI0R3
BRDS10S3
BRDS10A3

BRDSI10R4
BRDS10S4
BRDS10A4

BRDS10RS
BRDS10S5
BRDS10AS

BRDS10R6
BRDS10S6
BRDS10A6

BRDS10R7
BRDS10S7
BRDS10A7

BRDS10R8
BRDS10S8

BRDS10A8

BRDSI1




NECESIDAD DE AYUDA
(NEED FOR ASSISTANCE/TYPES OF CARE PROVIDED BY DAUGHTER)

Le voy a leer una lista de actividades con las cuales su madre esté recibiendo ayuda. Al leerle cada actividad,
por favor digame si usted u otra persona le est4 ayudando al paciente llevar a cabo la actividad.

Madre Otra person
lo hace La hija provee No
por si misma avudo ayuda se hace

(Detalle el parentesco
con Ia hija)
1. Limpieza leve (tal como sacar el
polvo). ;Hace su madre esto por
si misma,le ayuda usted, le ayuda

otra persona o no se hace esto? 1 2 3 (¢Quién? ) 8

W

(¢ Quién? ) 8

2. Hacer la limpieza pesada de la casa 1 2

(9%

(¢ Quién? ) 8

3. Planificar y cocinar las comidas 1 2

4. Hacer la compra de ropa y de articulos

para el hogar 1 2 3 (;Quién? ) 8
5. Hacer la compra de comestibles 1 2 3 (;Quién? ) 8
6. Baiiarse 1 2 3 (;Quién? ) 8

7. Hacer tareas relacionadas con el cuidado
de la salud en la casa (tales como
mantenerse al tanto de sus medicamentos

recetados o cambiarselos vendajes) 1 2 3 (;Quién? ) 8
8. Vestirse 1 2 3 (;Quién? ) 8
9. Utilizar el inodoro 1 2 3 (;Quién? ) 8
10. Levantarse de la cama o de una silla 1 2 3 (;Quién? ) 8
11. Viajar a sus citas médicas 1 2 3 (;Quién? _ ) 8

12. Viajar con otros propésitos (tales
como para trabajar, visitar o para
hacer mandados) 1 2

w

(¢Quién? ) 8

13. Llenar formularios (tales como reclamos
de seguro, formularios médicos o
solicitudes para beneficios financieros) 1 2

W

(¢ Quién? ) 8

NFASSIST.DTR 5

BRDAI
BRDAIRI
BRDAI1R2
BRDA2
BRDA2RI
BRDA2R2
BRDA3
BRDA3RI
BRDA3R2

BRDA4
BRDA4R1
BRDA4R2
BRDAS
BRDASRI
BRDASR2
BRDA6
BRDAG6R]
BRDAG6R2

BRDA7
BRDA7R1
BRDA7R2
BRDAS
BRDASRI
BRDAS8R2
BRDAS9
BRDASRI
BRDA9R2
BRDAI10
BRDAI10RI

BRDAIOR2 -

BRDATI
BRDAI1IRI
BRDA1IR2

BRDAI2
BRDAI12RI1
BRDAI12R2

BRDAI13
BRDAI3RI
BRDA13R2



14.

15.

16.

17.

18.

Manejar las tareas bancarias

Obtener informacion sobre su
enfermedad o tratamiento

Obtener consejeria financiera
relacionada a su enfermedad

Obtener consejeria legal
relacionada a su enfermedad

Hacer arreglos para el cuidado de salud

formal en el hogar

NFASSIST.DTR

(Detalle el parentesco
con la hija)

3 (;Quién? )

3 (;Quién? )

3 (;Quién? )

3 ((Quién? )

3 (;Quién? )

BRDA14
BRDA14R1
BRDA14R2

BRDA1S
BRDAI15RI
BRDAI15R2

BRDAI16
BRDA16R1
BRDAI16R2

BRDA17
BRDAI7R1
BRDA17R2

BRDA18
BRDAI18RI
BRDAI18R2




PRONOSTICABILIDAD DE LA ENFERMEDAD

(ILLNESS PREDICTABILITY)
1. Generalmente, conozco cuando mi madre va a tener un buen dia o un mal dia. ¢ Esta usted...
Fuertemente de aCUETAO .............ou.eeveveeeeeieeeeee et esee e 5
Un POCO d€ ACUCTAO ..ot 4
Ni de acuerdo ni en deSACUETAO ........ov..evoeereeieerereeeeeeee e 3
Un POCO €N AESACUETAOD .........vveeeeeeeeeeeeeee e ee e e 2
Fuertemente en deSacuerdo..............vueeeerueeeereeeree e 1
2 Es evidente para mi cuando la enfermedad de mi madre esti mejorandose o empeoréndose. ;Estd usted...
Fuertemente de aCUETdO ..............oveivriveveceeereeee e eee e sees e, 5
Un POCO A€ ACUETAD ..o s e es e s oo 4
Ni de acuerdo ni en deSacuerdo ............o...oveoeeeereereeereosesreeeeeees oo 3
UR POCO €N dESACUCTUO «.....ucvecveeeoeeeeeee et ee e 2
Fuertemente en desacuerdo..............o..vueveeeeeeeerereeeeereesseeseee oo I
3 Generalmente, puedo predecir el curso de la enfermedad de mi madre. ¢ Estd usted...
Fuertemente de aCUEIdo ................cvcvueeieieeeeieeeeeeee oo, 5
Un POCO d& ACUETAO ..ot 4
Ni de acuerdo ni en deSACUETAO .........ouevvveveeeeeeeeereeee oo oo 3
Un POCO €N dESACUETAO .......vevvoveveece et e 2
Fuertemente en deSacuerdo..........u.uivuervcecmimneeereeresee et eee oo, 1
4 La angustia fisica de mi madre es pronosticable. ;Esté usted...
Fuertemente de aCUErdO.............couiuiveerieereieicceeee oo 5
U POCO € ACUETAO ...t e 4
Ni de 2cuerdo ni en deSACUETAO .........veveeeeeeeeeeeeeee e eeeee oo 3
Un POCO €N AESACUBTAOD .....oveveeeceeeeeee e e 2
Fuertemente en deSaCuErdo............cuovuevreeeeeeeereeeeree e eese e e er oo, 1

ILLPREDC.DTR 7

BRDIP]

BRDIP2

BRDIP3

BRDIP4




3.

6.

CONTROL SOBRE LA ENFERMEDAD/(ILLNESS CONTROL)

¢Cudnto control personal piensa usted que tiene sobre la cantidad de cansancio que experimenta
de dia a dia? ;Diria que tiene...

NINGUN CONEIOL vttt b et ettt et ete e e e s s eeesrern 5
MUY POCO COMTOL....evitiititirie ettt sttt et et eae s ens 4
Una cantidad moderada de COMTOl ..o eeeeieeeerieeee e ceeeee e 3
BaStante COMITOL ...uuuuiuiiiiiciiieecieeetee sttt ettt s e e er ettt 2
EXEIEIMO COMLIOL ..vviviiiiiiitieiectcccc ettt et s s es e e eresesnes s l
NO APLICA oottt 8

¢Cudnto control personal piensa usted que tiene sobre la cantidad de incomodidad qué experimenta

de dia a dia? ¢Diria que tiene...

NINZUN CONTOL ...ttt sttt e n e s ne 5
MUY POCO CONLIOL....cuoveririiiririsieeeecei ettt e s s s s ss s e esaneseses s seoss 4
Una cantidad moderada de CONtrol ..........cooveveeveeeeniiieereer oo ee e 3
BaStante COMMTOL ......ivviiiiiriiciiicectce ettt et st e 2
EXITEIMO COMITOL 1euiiitiiieititititiectciieeieetee et eeetes et et st e e e sreseseesees s n e ees 1
NO APLICA ..ottt en e s s e es oot 8

¢Cudnto control personal piensa usted que tiene sobre la cantidad de inmovilidad que experimenta
de dia a dia? ¢Diria que tiene...

NINGUN CONMTOL...ouviiiriiriinnieriess ettt e e 5
MUY POCO CONTOL...voveerreieirierrier ettt ettt sttt ee et et e s 4
Una cantidad moderada de CONTIOl ........coveevrereiereireeeeeeeeesesereeeer oo eees e 3
BaStante COMITOL ...ouiuiuiriiiiceeiseee sttt ettt st teen s eee e et er e s s e e s s es e eseoes 2
EXITEIMO CONIOL cuviiiiiiiitiee ettt e e e ees e e s st s s oo esooes 1
NO APLICA oottt e e ee et ee et s oo 8

¢Cudnto control personal piensa usted que tiene sobre la cantidad de dolor qué experimenta de
dia a dia? ¢Diria que tiene...

NINGUN CONTON ...ttt et s et ereeses e eras s 5
MUY POCO CONLTOL.......ouiiiiriiieiiteirt sttt 4
Una cantidad moderada de CONTrol .......c.ovoiioveeciee oo ee e e 3
BaStante COMITOL ......cuvuiuiuirieivieitcectecctcer ettt e n e e e ee e e e s s ererenns 2
EXITEIMO CONIOL .ovuitiiiitiviececetcee ettt eee e e s e et e s e eae st e eses 1
NO APLICA .ottt et st e e e s e et e st 8

¢Cuanto control personal cree usted que tiene sobre el curso a largo plazo de su enfermedad; es
decir, si mejorard o, al menos, no empeoraré en el futuro? ;Diria que tiene...

NINGUN CONMTON ...ttt r e S
MUY POCO CONIOL.....oviiiieiiieiie ettt st e et e 4
Una cantidad moderada de CONIOL .......v.eevveeieee oo 3
Bastante control ........c.ccooeeveevreeeeeesiersnn, ettt 2
EXIIEIMO CONIOL cooitiuiiiieieeeee e s e oot 1
NO APLICA oottt e e 8

¢Cuanto control personal piensa usted que tiene sobre el cuidado médico y el tratamiento de su
enfermedad? ;Diria que tiene...

NINGUN CONTOL ...ttt et 5
MUY POCO CONIOL. ittt ettt sttt e e v s esaseeas 4
Una cantidad moderada de CONITOL .......ovvervoreveeereeeeeeeeeee e e e, 3
BaStante CONIOL ....iuiveiietiiiriceeeieteeee et e et ee e st et eeress e neeseesereseseesesses e eas s 2
EXITEIMNO COMIOL 1..viiiviiiiieictceeeet oottt ee et ra e e st eese s |
NO APLICA ..ottt st sttt ee e e es oo 8
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OBLIGACION FILIAL

En esta siguiente serie de declaraciones le voy a hacer preguntas acerca de sus opiniones con respecto a la
ayuda en el hogar.

. Los hijos casados deben de vivir cerca de sus padres para proveer cuidado. ;Esté usted ...
Fuertemente de @CUEIO ............o.ovieeuiveeeeeieeee e e 5
U POCO d€ ACUETAOD .....veeveeecerecre et 4
Ni de acuerdo ni en deSACUETAO .........ovvcveeeeveveereeeeereee oo oo 3
Un POCO €N dESACUETAO ....vuvvreveeeeiet e 2
Fuertemente en desacuerdo..............ccovivevieeureciieesieeseeeeeeee oo s oo 1
2. Los padres no deben de contar con que sus hijos le hagan tareas. ;Esta usted ...
Fuertemente de aCUETAO...........oiuiveieiece e er et e oo 5
Un POCO d€ ACUETAO ........vveeiiriis ettt 4
Ni de acuerdo ni en deSACUETAO .........v..vveevereeeeeeeeeeeeecssee oo 3
Un POCO €N AESACULTAD ....u.voeevereoeeecee e 2
Fuertemente en deSacuErdo............c.coovveevereeveueeeeereeeeeeseesee oo 1
3. Los padres deben de contar con que sus hijos adultos les ayuden. ;Esta usted ...
Fuertemente de aCUEIdO ...........c.ucvuciuiieeicveeieeiet st 5
U POCO € ACUETAOD ..ottt es e 4
Ni de acuerdo ni en deSACUETdO ...........ovueeveeeeieeivecriesieereeree e ees oo ee e 3
Un POCO €N ESACUETAO ...t 2
Fuertemente en deSacuerdo..............co.eoveeveeeieeeeeerereeeeeeesseseesesse e ee s 1
4. Es el deber de un(a) hijo(a) ayudar a sus padres. ;Esta usted ...
Fuertemente de @CUETAO .......uv.veceveeeeeeeeeee et 5
UN POCO A€ ACUCTAO ...vuvverveeveeeeceeeee e e 4
Ni de acuerdo ni en deSaCUETAO ............vereeeeeereere oo ee oo 3
Un POCO €N AESACUCTAD ...vuvevveeeeeeeeee e 2
Fuertemente en deSacuerdo...............o.oveeveeeveereieieeeeeeeeee e I
5. Espreferible pagarle a un profesional para que ayude a proveer cuidado. ;Esta usted ...
Fuertemente de aCUTO ...........ooveeeeeeeeeeeee et 5
Un POCO d€ ACUETAO ..ot 4
Ni de acuerdo ni en deSacuerdo ............o.eveveeeeeerereeeeeee oo 3
U POCO €N AESACULTAO ......voeeo e 2
Fuertemente en deSACUErdo..............o.ovveeeeeereeeeeeeee oo 1
6. Pagar por ayuda profesional significa que un pariente no esta tomando responsabilidad. (Estd usted ...
Fuertemente de aCUErdo ..............c..oou oo 5
Un POCO A€ ACUETAO ... 4
Ni de acuerdo ni en deSAcUIdO ............ove v 3
Un POCO €N AESACUETAO .vv.vvvoeoeeeeeeeee e 2
Fuertemente en desacuerdo................covveveeeeeveeeeereeeeeeee e oo 1
7. Es mejor dejar un trabajo para proveer cuidado que pagarle a un profesional. (Estéd usted ...
Fuertemente de aCUETAO ............c.ovveeeieeeeeeeeee e 5
Un POCO A€ ACUETAO ..o, 4
Ni de acuerdo ni en deSACUETAO ..............veveveeveeeeeeeeeeeereeee oo 3
Un poco en deSaCUETAO ........cuuvuvrimiveeeeceee oo, 2
Fuertemente en deSaCUETAO. ...............o.ovuieeeeereercieeiteieveeeeees e s e e eres e et 1
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CES-D SCALE

.

Ahora le voy a leer una lista de formas en que usted se pudo sentir o en que se comport6 durante la semana pasada.
Cuando lea cada declaracion, por favor digame que catagoria describe mejor cuan a menudo usted se sintié de esa

manera durante la semana pasada.

Raramente Alguna Moderado
O Ningtn Tiempo Tiempo Tiempo Siempre
(Menos que un dia)  (1-2 dias) (3-4 dias) (5-7 dias)

Durante la semana pasada:
1. Estuve molestada por cosas que

generalmente no me molestan.,

(Diria usted que se sintio

de esta manera... 1 2 3 4
2. No tuve ganas de comer;

Mi apetito fue pobre 1 2 3 4
3. Me senti que no podia quitarme

de encima la melancolia alin con

la ayuda de mis amigas o familia 1 2 3 4
4. Me consideré tan valiosa

como la demas gente 4 3 2 1
5. Tuve problemas manteniendo

la concentracion en lo que

estaba haciendo 1 2 3 4
6. Me sentf deprimida 1 2 3 4
7. Me sentf que todo lo que

hacia me costaba esfuerzo 1 2 3 4
8. Me senti con esperanza en

el futuro . 4 3 2 1
8. Pensé que mi vida habia

sido un fracaso 1 2 3 4
9. Me senti temerosa 1 2 3 4
10.  Mi sueflo fue inquieto 1 2 3 4
11.  Fuifeliz 4 3 2 1
12. Hablé menos de lo usual 1 2 3 4
[3.  Me senti solitaria . 1 2 3 4
14.  Encontré que la gente no fue amistosa 1 2 3 4
16.  Disfruté de la vida 4 3 2 ]
17.  Tuve episodios de llanto ] 2 3 4
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BRDCES6

BRDCES7

BRDCESS

BRPCES9
BRDCESI10
BRDCES!1

BRDCESI2

" BRDCESI3

BRDCESI14
BRDCESIS5
BRDCESI6

BRDCES17




18.  Me senti triste

19.  Me senti que no le gustaba
a la gente

20.  No pude animarme

21.  Me sentf solitaria o apartada
de los demads

CES-D.DTR

Raramente
O Ningtin Tiempo
(Menos que un dia)

Alguna
Tiempo
(1-2 dias)

11

Moderado
Tiempo

(3-4 dias)

(9%

(95}

(V3]

Siempre

(5-7 dias)
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BRDCES19

BRDCES20

BRDCES21




' ESCALA DE ANSIEDAD ESTADO-RASGO (ESTADO MODIFICADO)
(STATE-TRAIT ANXIETY SCALE -- MODIFIED STATE)

Le voy a leer un nlimero de declaraciones que han usado la gente para describirse. Al leerle cada declaracion,
por favor digame la respuesta que describe como usted se siente en este momento.

De Ningtin
Modo Un poco Moderadamente Muchisimo

1. Me siento calmada. ;Diria usted

que esto describe como se siente.., 1 2 3 4
2. Me siento segura ] 2 3 4
3. Estoy tensa 1 2 3 4
4, Me siento forzada 1 2 3 4
S. Me siento tranquila 1 2 3 4
6. Me siento desconcertada 1 2 3 4
7. Actualmente estoy preocupada

por posibles desgracias 1 2 "3 4
8. Me siento satisfecha 1 2 3 4
9. Me siento asustada 1 2 3 4
10.  Me siento cémoda 1 2 3 4
I1.  Me siento segura de mi misma 1 2 3 4
I2. Me siento nerviosa 1 2 3 4
13. Me siento agitada 1 2 3 4
14, Me siento indecisa 1 2 3 4
15.  Me siento relajada 1 2 3 4
16.  Me siento contenta 1 2 3 4
17.  Me siento preocupada i 2 3 4
18.  Me siento confundida 1 2 3 4
19.  Me siento constante _ 1 2 3 4

20.  Mesiento agradable 1 2 3 4
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OBSTACULO FISICO
(PHYSICAL BURDEN)

1. Algunas personas experimentan esfuerzo fisico relacionada con el cuidado de una persona enferma. Desde el
diagndstico de su madre, ;cuénto esfuerzo fisico diria usted que ha experimentado al cuidar de su madre?

MUchiSimo eSTUEIZO fISICO.........vciriirieierereriere ettt ese s senarans 4
Una cantidad moderada de eSfuerzo fISICO ...ovovvurrirrreereieeieeeeiceireeeecre e s cse s 3
Un poco de eSfUErzo fiSICO......couriimiriniiieieieic et 2
Ningln eSTUETZO fISICO ..viveviuiritiiieceiet ettt st e e ees 1

2. Desde el diagndstico de su madre, ;ha sido llamada o ha tenido que levantarse alguna vez durante la noche para
cuidar de su madre?

Sttt 1 (PREGUNTE A&B)
INO e 2
A. ¢ Cudntas veces ha sucedido esto desde el diagnéstico?

nam. de veces

B. (SI LA RESPONDEDORA VIVE CON EL PACIENTE): En las noches que tuvo que levantarse
para cuidar de su madre, ;cuantas veces usualmente se levant6?
UDE VEZ ..ttt n et es sttt saem et e e e eeessseseseseessaes 1
D08 VECES c..ivieiiiiecetertis ettt e sess st bbb bbb st et se et s e eee s se e seenanaen 2
D€ 3 @4 VECES ...ttt ettt s et sttt ene et et n v an et e eenean 3
CINCO VECES O IMAS ..vvovivisiriiectsicreieeeses s et sss st sses st etsneeaeseeseseessseesesssnens 4

3. Desde el diagndstico de su madre, ;Hasta qué grado le ha afectado el cuidado de su madre su energfa en cuanto
a sus actividades cotidianas regulares? ;Dirfa usted que tiene...

Tanta energia CoOmMO @NLES ...........coeveveeeeeeecenerieeiereseaeasesseresetesese e eeeeeeeeeseeseesseens 4
Un poco MeEN0S de ENEIZIA........c.cvuvmeuirceermeirieireenireeetete st 3
AlZO MENOS A€ ENEIZIA ....eovvvveirercrecscrirr ettt 2
MUCHO MENOS ENETZIA.....uvevveeeceicecier sttt s ee s s e s 1
OBSTACULO DE TIEMPO
(TIME BURDEN)

1. Como resultado de su provisién de cuidado desde el diagndstico de su madre,

SI NO

a. jHa reducido la cantidad de tiempo

que ha dedicado a sus actividades

cotidianas regularles 1 2
b. (Ha logrado menos de lo que ha

deseado 1 2
c. (No hace sus actividades cotidianas

regulares tan cuidadosamente como

lo usual? 1 2
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g OBSTACULO SOCIAL

(SOCIAL BURDEN)

I. {Cuén frecuentemente se siente como si no tiene suficiente tiempo para atendar sus propios quehaceres
hogarefios? ;Diria usted...

FreCUBNEIMENTE .c.cviviiiiice ettt ettt et e e e te e eres s s ene 4
A VECES oottt ettt bbb et e ettt e e ettt et e e e e eneeres 3
RAFAMENLE ..ttt ettt st et e e s e eseeaeeseresssteae s 2
INUNCA. oottt ettt e et e et es s e s tes e ese s, 1

2. (Desde el diagndstico de su madre, Hasta qué grado se le ha hecho dificil a usted establecer una rutina
diaria y planificar actividades debido a la enfermedad de su madre?

DE NINGUNA MANETA ....cvovivevveeeeeseeeeecesnse st ss st eeese s se e ee et eses 1
SOLAMENLE UN POCO.....cueuriiiirieitircree et erese st st tss st ene et es et essaons 2
U BANEO cvtiiiiticcicceietni e et s e aes sttt ee et s et e st s sesesess e 3
MUCRISIINO .ottt s e sann 4

(Desde el diagndstico de su madre, Hasta qué grado le ha hecho la enfermedad de su madre reducir
la cantidad de tiempo que pasa con otros parientes? ;Diria usted...

(98

D€ NiNGUNA MANETA .....u.eoreieeeceeeeeeeeeees e ceeaeese s eee s eeeeeerneenas 1
SOlAMENLE UN POCO.....cueurirurierrrecrierieeteres e ssees et ae s sessse st seneeesesesesessesessses 2
U TAITO ettt ettt ea e bt tes e see s e s e e easeesesesesseesseean 3
MIUCRISIIIO ..ttt ettt e s e st es e et es e s s 4

4. Desde el diagndstico de su madre, Hasta qué grado le ha hecho la enfermedad de su madre reducir
el tiempo que pasa con amistades, vecinos o conocidos? ;Diria usted...

D€ NINGUNA MANETA ....cuueveriecreeeeesi s st s b sas e et eeeeeeeseeeeneeseesetesesssssssseses 1
SOlEAMENLE UN POCO.....cutiureiteecteisceeetecteeee et ses st sttt oe et eeee s sesessnaes 2
UL ANLO Lottt sttt neeevaten e res 3
MUCKISIIMO 1.ttt ettt eee et e e e see s 4
SIES OFRECIDO: NUNCA RICE ES10.....cuveiveererieeretieeereereeeeeeeeeeeeeeeeresenesesserssons 8

5. (Hasta qué grado le ha hecho la enfermedad de su madre reducir actividades més all4 del
hogar tal como irse de vacaciones o aplicarse a un pasatiempo favorito?

D€ NINGUNA MANETA ......vvviviesisieeeee st tseese s eneeeseeeseeesessesesesesesssesssssess 1
SOIAMENTE UN POCO....cotiritieieerricieeeese sttt eeese e e e s s 2
UB EANEO Lottt ettt et e e et e e e 3
MUCRISIITIO .ottt 4
SIES OFRECIDO: NUNCA RICE €S0, .uvvuvvirerecreeceriinsteieeeceeeeeeree s eene s sseesesen e, 8
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’ CARGA CON RESPECTO AL EMPLEO
(EMPLOYMENT BURDEN)

SI LA RESPONDEDORA NO ESTA EMPLEADA ACTUALMENTE, PASE A LA SIGUIENTE SECCION,
"CARGA FINANCIERA". A TODAS LAS DEMAS, PREGUNTE:

I Desde el diagndstico de su madre, ;cuantos dias diria usted que ha llegado tarde a su trabajo o ha tenido que
salir antes de completar sus horas de trabajo debido a que su madre/padre se sintiera enferma y no podia estar

sola, o debido a que tuviera usted que acompafiarla al hospital o a una cita médica, o por tener que hacerle un
mandado a ella/él?

num. de dias
2. Desde el diagndstico de su madre, ;cuantos dias ha tomado usted "por enfermedad”, vacacionales o

personales debido a la enfermedad de su madre tales como cuéndo se sentia ella enferma y no le podia
dejar sola, o por tener que acompaiiarla al hospital o a una cita médica, o hacerle un mandado?

num. de dias

SI ALGUNOS DIAS, PREGUNTE: ;Cuéntos de estos dias tuvo que tomar sin recibir pago?

(¥5)

num. de dias

4. Desde el diagndstico de su madre, ;hasta qué grado le ha afectado su provisién de cuidado su habilidad para
concentrarse en su trabajo, o le ha afectado en cualquier otra manera su habilidad para hacer una buena labor?

¢Diria usted...

ERN SUMO A0 ...oveviiieiiiiierceeese ettt sttt ee e ee st e e s e e ses s 4
En alglin @rado ........c.cceimineiiiininiseese ettt 3
ED MENOT ZIAd0. ..ottt ettt e n et se s 2
De NINGUAN MO0 1.ttt ettt e e e eves s 1
ST ES OFRECIDO: No aplica, es auto-empleada o

trabaja independientemente ...............o.ovuevireeeerereeeseeceriee e s ee e 8

5. Desde el diagndstico de su madre, ;hasta qué grado le ha creado problemas su provision de cuidado con sus
supervisores o compafieros de trabajo debido a sus ausencias del trabajo o a su pobre labor? ;Diria usted...

ED SUMO GradO ..ottt eve ettt 4
EN alglin rado.......cccuiiviniieieicecece et ettt 3
EN MENOE ZIAUO......c.ctmiuriiieitiiciiceceeee ettt ev s e e s ee e eres s 2
D NINZAN MO0 c..rivviiiiieecee et es s e s e I
SI ES OFRECIDO: No aplica, es auto-empleada o

trabaja Independientemente ................ccevvervrvioeiieeeie et 8
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CARGA FINANCIERA
(FINANCIAL BURDEN)

Desde el diagndstico de su madre, Hasta qué grado le ha causado a usted la enfermedad de su madre dejar
pasar oportunidades para mejorar su situacion financiera tales como tener que rehusar un ascenco de puesto

o promocidn en su trabajo, no buscar fuentes adicionales de ingreso o dejar pasar oportunidades para un trabajo?
;Diria usted...

EN SUMO Grado ..ottt e e 4
EN @l@lin Grado....cccciiicice ettt 3
EnN MENOT GradO.....vcvcuiiiiiiiiiciiiceer ettt e e et 2
De NINGAN MO0 w.evviiieicet sttt s s e e s e, 1

Algunas personas encuentran que cuidar de alguien quien est4 enfermo puede afectarle financieramente sus
hébitos y estilo de vida usual. ;Desde el diagndstico de su madre, Cuénto le ha hecho cambiar la enfermedad
de su madre sus habitos financieros y estilo de vida a usted? ¢Diria usted que ha hecho...

Muchos cambios en su estilo de Vida USURL .........ccooreeeeeeeeeeeeeeeeeeeeeee e 4
AlGUNOS CAMDIOS ...ttt 3
POCOS CAMDIOS «..vevrriiieiiteeeeeeecreet et ts et e et st ss s s e te e et 2
Ningunos cambios €0 @DSOIULO .............oveeeirireeerireseeereeereeeree e e eetseesseessse e eerens 1

La enfermedad frecuentemente causa problemas financieros. ;Desde el diagndstico de su madre, Cuan serios
son sus problemas financieros debidos a la enfermedad de su madre? ;Diria usted...

MY SETIOS ouviieiiiecieirietetes sttt ses st eeest st eseenes e n s s e sessesns 4
UD POCO SETIOS uuevviieereiitiriisessictes et sttt ss st seseess e e s e s 3
INO IUY SEITOS ..evvreiereriraiseesitet e eeeseeeeeeseeeceessssenesseaenesessseesesesssssesesesseseseseesssss 2
Ningunos problemas financieros en absoluto ...........ccceueveeereeceerivsenseerensecsssssrnns 1

Desde el diagndstico de su madre, ;ha tenido usted gastos adicionales debido al cuidado de su madre que no
hubiera tenido de otro modo, tales como tener que pagar por comidas especiales o articulos domésticos para ella,
o gastos adicionales de transportacién o teléfono?

St 1 (PREGUNTE A)

A. Desde el diagndstico de su madre, ;aproximadamente cuanto dinero a gastado en estos gastos
adicionales? ;Dirfa usted...

MENO0S de $50........miiiiiiiee e 1
SS5T2 8100 oottt 2
ST0T@8200 w.iveiiiiie s, 3
S20T @ 8500 i 4
B501@ 81,000 .iiiiiiiiii s 5
MES & ST,000......eieiieieiteitt et e e 6
(Aparte de estos gastos), (A proveado usted algin apoyo financiero a su madre para ayudarle con los costos
relacionados a su enfermedad desde ?
St et 1 (PREGUNTE A-C)
NO e 2
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) A. Desde el diagndstico de su madre, ;ha tenido usted que...
sl NO
Utilizar @horros?.........voeciceceecet e 1 2 BRDFB5A|
Vender bienes tales como acciones o bonos, su casa, su automévil,
ensures domésticos mayores, propiedades de inversién o bienes
raices? (ESPECIFIQUE):
....................................... 1 2 BRDFB5A2
Tomar dinero prestado? .........cveueveiecvieeeiceeereees e 1 2 BRDFBS5A3
B.  Aproximadamente, ;cuénto dinero de sus ahorros u otros bienes ha gastado usted hasta la fecha BRDFBSB
para cubrir los costos relacionados con la enfermedad de su madre desde el diagndstico de su
madre? Voy a leerle unas cifras. Hagame el favor de pararme cuando llegue a la categoria que
incluye la cantidad que usted a gastado.
MeENO0S de $1,000  ooevtiieteeeeee ettt ettt n e rener s 1
$1,000 @ 83,000 .o.ovooeiriiereniesr st 2
83,001 8 85,000 ...ttt 3
$5,001 @ $10,000 ...ttt 4
810,001 2 15,000 ..o e e 5
815,001 2 820,000 ..ot e 6
SOBIE $20,000 ..oooiiiiceee et e 7
C. ¢Dirfa usted que el dinero que usted contribuye ha sido... BRDFB5C
Una gran privacion fiNanciera ............c.ce.oceereeereresiescsioreresssnssesserssssseesesenseorsenes 3
Un poco de privacion fiNANCIETA ........c...cceuverrereieereemsmiseresinesieeseresssseeseeessersnns 2
Ninguna privacion fINanCIEra ...........covvveeerevveeereeesssisseenssesereressseenenseeoneees 1
6.  Desde el diagndstico de su madre, ;ha tenido su madre algunos ayudantes a los cuales se le ha pagado, BRDFB6
tales como una enfermera, ama de llaves o asistente de salud quienes fueron contratados para ayudarle
debido a su enfermedad?
S e 1 (PREGUNTE A)
NO et 2
A. (Ayuda usted a pagar por esta ayuda contratada? BRDFB6A
S b 1
NO ot aen 2
7. (Desde el diagndstico de su madre , Ha habido alguna otra persona, tal como otros miembros de la familia BRDFB7
o amistades quienes han ayudado a pagar por algunos de los costos relacionados con la enfermedad de su madre?
- ] enesssses st ensss sttt esanaseen 1 (ASK A)
NO ottt 2
A. {Quién ha ayudado financieramente? Por favor, digame que parentesco tiene con usted.
(INDAGUE: ;ALGUIEN MAS?)
Sexo
Parentesco a la Hija Quien Provee Cuidado
Varén Hembra
BRDFB7R1
1 2 BRDFB7S1
BRDFB7R2
1 2 BRDFB7S2
BRDFB7R3
1 2 BRDFB7S3
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RED DE RELACIONES (ABREVIADO)
(NETWORK OF RELATIONSHIPS -- ABBREVIATED)

Nos interesa saber como la enfermedad cambia las relaciones. En la siguiente serie de preguntas, deseamos saber
como ha sido la relacién con su madre desde su diagndstico y como fue antes de su diagndstico.

De Ningtn
Modo o Extrema- Lo
Poquito Un poco Mucha demente Mdiximo DNA

1. (;Cuénto se enojan usted

y su madre una con la otra...

a. desde su diagndstico? 1 2 3 4 5 8

b. antes del diagndstico? 1 2 3 4 5 8
2. ¢Cuén satisfecha estd

usted con la relacién entre

usted y su madre...

a. desde su diagnéstico? 1 2 3 4 S 8

b. antes del diagnéstico? 1 2 3 4 5 8
3. (Hasta qué punto le cuenta

usted todo a su madre...

a. desde su diagndstico? 1 2 3 4 5 8

b. antes del diagnostico? 1 2 3 4 5 8
4. (Cudnto le ayuda usted hacer

cosas a su madre qué ella no

puede hacer por s{ misma...

a. desde su diagndstico? 1 2 3 4 5 8

b. antes del diagnéstico? 1 2 3 4 5 8
5. ¢(Cuanto le trata su madre

a usted con admiracién y

respeto...

a. desde su diagnostico? 1 2 3 4 S 8

b. antes del diagnéstico? 1 2 3 4 5 8
6. (Cuanto difieren de opinion

usted y su madre...

a. desde su diagndstico? 1 2 3 4 5 8

b. antes del diagnostico? 1 2 3 4 5 8
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10.

11.

12.

13.

De Ningiin

Modo o Extrema- Lo
Poquito Un poco Mucha demente Maiximo DNA
(Cuén feliz esté usted con
la manera en qué son las
cosas entre usted y su madre...
a. desde su diagnéstico? 1 2 3 4 5 8
b. antes del diagnostico? 1 2 3 4 5 8
{Cuéanto comparte usted sus
secretos y sentimientos
privados con su madre...
a. desde su diagndstico? 1 2 3 4 5 8
b. antes del diagnéstico? I 2 3 4 5 8
(Cudnto protege y vela usted
por su madre...
a. desde su diagndstico? 1 2 3 4 5 8
b. antes del diagndstico? 1 2 3 4 S 8
(Hasta qué punto le trata
su madre a usted c6mo una
personal hébil...
a. desde su diagnostico? 1 2 3 4 5 8
b. antes del diagnéstico? 1 v 2 3 4 5 8
¢(Cuénto discuten usted y su
madre...
a. desde su diagnéstico? 1 2 3 4 5 8
b. antes del diagndstico? 1 2 3 4 S 8
¢Cuén buena es su relacion
con su madre...
a. desde su diagnostico? 1 2 3 4 5 8
b. antes del diagndstico? 1 2 3 4 5 8
¢Cudanto habla con su madre
sobre asuntos que no desea
que otros sepan...
a. desde su diagndstico? 1 2 3 4 S 8
b. antes del diagndstico? 1 2 3 4 5 8
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De Ningiin

Modo o Extrema- Lo
Poquito Un poco Mucha demente Madiximo DNA
14. ;Cuénto cuida usted de
su madre...
a. desde su diagnéstico? 1 2 3 4 5 8
b. antes del diagnéstico? 1 2 3 4 5 8
15. ;Cuanto le gusta o aprueba
su madre de las cosas qué
usted hace...
a. desde su diagndstico? 1 2 3 4 5 8
b. antes del diagnéstico? ] 2 3 4 5 8
16. ;Cuén apegada es su relacion
con su madre...
a. desde su diagndstico? 1 2 3 4 5 8
b. antes del diagndstico? 1 2 3 4 5 8
Casi
Madre Casi Madre Hace Casi Yo Hago Siempre
Siempre Hace aMenudo Lo Mismo a Menudo Hago Yo DNA
17. Entre usted y su madre,
(quién le dice a la otra
lo que debe hacer con mas
frecuencia...
a. desde su diagnéstico? 1 2 3 4 5 8
b. antes del diagnostico? 1 2 3 4 5 8
18. Entre usted y su madre,
jcudl de las dos tiende
a ser la jefa en la relacién...
a. desde su diagndstico? 1 2 3 4 5 8
b. antes del diagndstico? 1 2 3 4 5 8
19. En su relacién con su madre,
¢{quién tiende a asumir el
mando y decidir lo que se
debe hacer...
a. desde su diagnostico? 1 2 3 4 5 8
b. antes del diagndstico? 1 2 3 4 5 8
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ESCALA DE IMPACTO DEL EVENTO

(IMPACT OF EVENT SCALE)

Hace algin tiempo atrds su mama fue diagndsticada con cancer del seno. Yo voy a leerle ahora una lista de comentarios
hechas por personas que estén enfrentando en su vida situaciones de estrés similares. A medida que le voy leyendo cada
comentario, piense sobre la enfermedad de su mamaé y sus experiencias desde que le dierén el diagnéstico, y por favor

digame durante la semana pasada con que frecuencia ese comentario fue verdadero para usted,

Durante la semana pasada:

1.

9.

10

11.

M

Yo pensé sobre esto cuando yo no queria.
Diria usted que esto es verdad para ud...

. Yo evité ponerme triste cuando pense

acerca de esto o me lo recordaron,

. Yo traté de sacarlo de mi memoria.

. Yo tuve problemas para dormir porque

las imagenes y los pensamientos acerca
de esto vinieron a mi mente.

. Yo tuve reacciones de sentimientos

fuertes acerca de esto.

. Yo tuve suefios acerca de esto.

. Yo me aparté de lo que me

recordara esto.

. Yo senti como si esto no hubiera

pasado o que no era real.
Yo traté de no hablar de esto.
. Las imdgenes de esto venian a mi mente,

Otras cosas me mantenian pensando acerca
de esto.

. Yo estaba conciente de que todavia tenia
muchos sentimientos acerca de esto, pero
yo no quise enfrentarme a ellos.

. Yo traté de no pensar acerca de esto

. Cualquier recuerdo me traia sentimientos
acerca de esto.

. Mis sentimientos sobre esto estaban un poco
confusos.
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Raramente Algunas veces Muchas veces
2 3 4
2 3 4
2 3 4
2 3 4
2 3 4
2 3 4
2 3 4
2 3 4
2 3 4
2 3 4
2 3 4
2 3 4
2 3 4
2 3 4
2 3 4
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PERCEPCION DE RIESGOS DE CANCER DEL SENO

(PERCEIVED RISK OF BREAST CANCER)

1. Ensu opinién, comparada a otras mujeres de su edad, ;cuales son sus posibilidades de coger cancer del seno?
Diria usted que son...

MUY DAJAS c..vvviiiciii ettt 1
AlLZO DAJAS ..ottt 2
Las MISIMAS ...coiviiiiiiii ettt 3
AlZO ALAS....ecvic ettt 4
MUY AIEAS .ot 5

2. (Cémo el diagnéstico de cancer del seno de su madre afecto su percepcion acerca de sus posibilidades de
desarollar cancer del seno? Dirfa usted que...

No ha tenido efecto en Mi......cocereriiiiveerienieesreeereneeeesese s ol
Me hizo sentir algo MAS @ TESZ0 ...vurvrrrrrrreercrrecreincrieiierneserseserreesenienes 2
Me hizo sentir mUCho MAs @ FeSZ0 .....ververreerreeerererienirreenierenseeinans 3

3. Comparada a otras mujeres con madres con céncer del seno, ¢cuales son sus posibilidades de desarollar céncer
del seno? Diria usted que son...

MUY DAJAS ...ttt s 1
AlLZO DAJAS ...ttt s 2
LaS MISINAS ....ooveviiviiiicce ettt e 3
AlBO AlAS....viiiiiiieieiere et st 4
MUY GIAS oottt e e 5

4. Comparada a otras mujeres con madres sin céncer del seno, ;cudles son sus posibilidades de desarollar cancer
del seno? Diria usted que son...

MUY DJAS oottt b et aea e 1
AlZO DAJS ...ttt sttt 2
LaS MISMAS ...ttt eese s sss b st s s s s e sans 3
AlZO BIAS ..ot e 4
MUY BIEBS .ot et 5
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CUESTIONARIO DE CANCER DEL SENO

(BREAST CANCER QUESTIONNAIRE)

¢(Cuanto mide usted?
pies pulgadas
¢(Cudnto pesa usted?

libras

;Come usted 3 6 mas porciones de vegetales al dia? (I porcion es mds o menos una taza de hojas verdes crudas
o dos tazas de otross vegetales crudos o cocinados.)

(Bebe usted usualmente 1 o mds porciones de alcohol al dia ? ( 7 porcidn es una lata de cerveza, una copa de vino,
o un “shot” de bebida fuerte.)

S s 1

NO oot n s 2
¢(Qué edad tenfa usted cuando empezé a menstruar (tener el periodo)?

Menor de 15 afl0S ...t 1

Mayor de 15 @0S ...ceeiverriiiieeieect s 2
(Estd usted actualmente tomando pastillas anticonceptivas?

S e 1

INO e e e 2
¢{Cudntos nifios usted ha tenido (parido)?

NINGUINO .c.viiiiiiiiiieesretine et ssses b nene 1

UNO ottt sv e 2

DOS O TS covrirteiiccr ettt 3
(Qué edad tenfa usted cuando tuvo (pari6) su primer hijo?

Menor de 35 afl0S .....ccueeeerrnriniiccerceee e 1

Mayor de 35 afi0S ...c.ceervrrriiiiieriiee e 2
¢Ha usted amamantado (leche de pecho) por lo menos por un afio?

ST et I

INO et 2
(Esta usted en la menopausia?

S s 1 (PREGUNTE A-C)

NO bt 2
A. (Leempez6 a usted la menopausia antes de los 55 afios?

S e I

NO e ettt 2

BRDCQI
BRDCQ2

BRDCQ3

BRDCQ4

BRDCQ5

BRDCQ6

BRDCQ7

BRDCQS

BRDCQ9

BRDCQ10

BRDCQI10A



11

12.

14.

15.

B. (Estd usted actualmente en terapia de reemplazo de hormonas?

(PREGUNTE A-B)

A. (Cuantas biopsias del seno ha tenido usted?
(numero)
B. (A qué edad le hicieron su primera biopsia?
(edad)
(Tiene usted alguna (s) hermana(s) que alguna vez hayan tenido céncer del seno?

] OO 1 (PREGUNTE A)

A. (Cuantas de sus hermanas han tenido céncer del seno?
(numero)

(Es su raza mayormente judia?

(Aproximadamente, cudntos meses atrds tuvo usted su tltima mamografia?

(meses)
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.

GRACIAS POR SU COOPERACION.
(THANK YOU FOR YOUR COQOPERATION).

¢Existe alguna otro cosa sobre la cuil desea comentar qué no hemos cubierto en esta entrevista?

HORA DE CONCLUSION:
/ a.m./p.m
hora minutos
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) INTERVIEWER REMARKS
L. Did respondent experience or exhibit emotional or psychological problems during the interview?
Y85 ittt ettt I (ANSWER A)
NO et e b e 2
A. What was the problem?
2. Were there any other problems during the interview?
Y ES oottt I (ANSWER A)
NO e b et en 2
A. What was the problem?
3. Was interview conducted in English or Spanish?
ENGHSh oot 1 (ANSWER A)
SPANISH 1ottt e 2
A. How much trouble does respondent have understanding English?
NODE 1ttt b sttt 1
SOME oottt ettt ettt 2
A great deal ... 3
4. Regardless of whether or not interview was completed in one session, did the respondent want to
terminate interview before interview was finished?
YES orvcerereeuees e ass et es e se e ee s ee s st s e 1 (ANSWER A)
NO ettt 2
A. At what points and why?
5. Did respondent need to complete interview over two or more sessions?
Y S et 1 (ANSWER A)
INO et 2
A. Reasons given for needing to break up interview
BRDRS5AI
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10.

Date interview started:

R A A
(mo) (da) (yr)

Date interview completed:

—
(mo) (da) (yr)

Number of interviewing sessions needed to complete interview:

Name and ID of interviewer:

NAME LD.

Total time spent interviewing:

/

hours minutes

Interviewer Comments and observations not otherwise specified:
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APPENDIX H

Focused Interview Topic Guide



Topic Guide
Topics to be discussed with the caregiving daughter during the focused interview:

A. Diagnosis, illness and treatment:
(A.1) Circumstances leading to mother’s diagnosis
(A.2) Daughter’s/family’s reactions to mother’s diagnosis
(A.3) Daughter’s/family’s reactions to mother’s illness and treatment experiences
(A.4) Daughter’s perception of changes in relationship with mother since diagnosis

B. Cancer Risk
(B.1) Daughter’s perceived vulnerability to cancer
(B.2) Daughter’s perception of personal risk factors
(B.3) Daughter’s informal support experiences
(B.4) Daughter’s formal support and/or counseling experiences
(B.5) Medical assessment, guidance, information
(B.6) Health concerns about the future
(B.7) Health monitoring plans

C. Caregiving:
(C.1) Circumstances leading to daughter’s assumption of caregiving
(C.2) Daughter’s levels and extent of caregiving since diagnosis
(C.3) Daughter’s assessment of mother’s support needs
(C.4) Daughter’s perception of caregiving ability and performance since diagnosis
(C.5) Daughter’s needs for support and assistance with caring for mother
(C.6) Caregiving burden
(C.7) Positive aspects of caregiving
(C.8) Attitudes towards caregiving responsibilities

D. Lifestyle Changes
(D.1) Change in family roles and functioning since illness
(D.2) Impact of illness and caregiving on relationship with family, friends
(D.3) Impact of illness and caregiving on work
(D.4) Future goals, plans
(D.5) Impact of illness and caregiving on quality of life

Specific Questions to Include:

l. ‘Has dealing with your mother’s breast cancer caused changes in major life
events: fertility issues, child rearing, fears for your children’s risk of cancer?

2. In addition to taking care of your mother, are there other members of your
family who require your care and assistance (such as children, other elderly
or sick relatives)? If yes, ask relationship to respondent and type of help needed
from respondent.
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